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ABSTRACT:

INTRODUCTION: According to WHO mental disorders are the leading causes of ill-
health and disability worldwide. Around 450 million people currently suffer from such
conditions. Under psychotic illness schizophrenia is most common. It involves
disturbances of thinking, perception, affect and social behaviour. According to WHO
Schizophrenia is a chronic and severe mental disorder affecting 20 million people
worldwide. Globally, Schizophrenia contributes 13.4 million years of life lived by
patient with disability to burden of disease. This burden includes influence on

physical, psychological and emotional health of family members.

OBJECTIVES: To assess knowledge and burden among caregivers of the patients
with schizophrenia and to find out association between level of knowledge and level
of burden with selected socio-demographic and patient related variables of

caregivers

METHOD: A nonexperimental descriptive research design with quantitative
approach was conducted on a sample of 200 caregivers of the patients with
schizophrenia. Data were collected through face to face or telephonic interview by
using non-probability consecutive sampling technique. Self-structured knowledge
guestionnaire was used to asses level of knowledge and Zarit burden interview was

used to find out level burden among caregivers of the patients with schizophrenia.

RESULT: The study reveals that among 200 caregivers 21% participants were
having good knowledge, 39.5% were having average knowledge and 39.5% were
having poor knowledge. The mean score of the knowledge was 16.34 with the
standard deviation of +4.72. Regarding burden 12% of the caregivers were having

little or no burden, 32% of the caregivers were having mild to moderate burden,

Vi



43.5% of the caregivers were having moderate to severe burden and 12.5% of the
caregivers were having severe burden. The mean score of the burden was 42.03
with the standard deviation of +15.14. Regarding knowledge gender, education,
employment status, family income and impact of caregiving on employment were
statistically significant with the level of knowledge at p<0.05. Regarding burden age,
education, family income and impact of caregiving on employment were statistically
significant with the level of burden at p<0.05. On the basis of mean % distribution
researcher identified lack of knowledge in following domains of knowledge
guestionnaire such as General awareness about schizophrenia, Identification of
symptoms, Measures for Safety and hygiene, Treatment compliance and
Management of symptoms including social skill training. Therefore, the basis of

information booklet development were these domains.

CONCLUSION:

The current study will help health care professionals to understand the impact of
schizophrenia on the caregivers. Family support is an important aspect of the
psychiatric treatment modality, by conducting such studies will definitely help to
understand the patient and caregiver’s problems and difficulties faced during the

treatment course and while providing care to the patients.

KEYWORDS: “Knowledge”, “Burden”, “Caregivers of the patient with

schizophrenia”, “Information booklet”
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INTRODUCTION



CHAPTER-I

INTRODUCTION

“Mental health is not a destination, but a process. It’s about how you drive, not

where you’re going.” (Noam Shpancer)
Background of the study:

Mental health is a state of well-being in which an individual realizes his or her own
abilities, can cope with the normal stresses of life, can work productively and is able
to make a contribution to his or her community.* (WHO)

According to WHO mental disorders are the leading causes of ill-health and disability
worldwide. Around 450 million people currently suffer from such conditions.? A recent
index of 301 diseases found that mental health problems are one of the main causes
of the disease burden worldwide.® Worldwide, the highest number of people had an
anxiety disorder, that is at around 4 percent of the population. Following data

represent the global prevalence of mental health disorders.*

Anxiety disorders 3.76%

Depression 3.44%

Alcohol use disorders 1.4%

Drug use disorders 0.94%

Bipolar disorder 0.6%

Schizophrenia 0.25%

Eating disorders 0.21%

0% 0.5% 1% 1.5% 2% 2.5% 3% 3.5%
Source: IHME, Global Burden of Disease CCBY

Fig. | Prevalence of mental and substance use disorder, World, 2017.*



In India, the highest number of people had depression, that is at around 4 percent of
the population followed by anxiety disorder. Following data represent the Indian

prevalence of mental health disorders.*

Alcohol use disorders _ 1.13%
Bipolar disorder - 0.56%

Drug use disorders 0.53%
Schizophrenia 0.26%
Eating disorders I 0.16%
0% 0.5% 1% 1.5% 2% 25% 3% 3.5%
Source: IHME, Global Burden of Disease CCBY

Fig. Il Prevalence of mental and substance use disorder, India, 2017.*

According to Global Burden of Disease Study 1990-2017, the burden of mental
disorders across the states of India shows that among the major mental disorders
that manifest predominantly during adulthood, the crude prevalence for both
depressive disorders and anxiety disorders was 3-3%, whereas bipolar disorders

had prevalence of 0-6% and schizophrenia 0-3%.°

According to Global Epidemiology and Burden of Schizophrenia, Globally, prevalent
cases increased from 13.1 million in 1990 to 20.9 million cases in 2016. Globally,
Schizophrenia contributes 13.4 million years of life lived by patient with disability to

burden of disease.®



The prevalence of schizophrenia ranges from 0.2 to 0.4 percent across countries.
Approximately, 20 million people in world had schizophrenia in 2017; Regarding
gender the number of men and women affecting with schizophrenia was around 10
million each. Comprehensively, the prevalence of schizophrenia is slightly higher in
men than women. The following data represent global-level data on the prevalence

of schizophrenia®

-—s Australia
0.35%
0.3%

India
T—t—y France

0.25% —— — Germany
Sri Lanka
0.2%
Sudan
0.15%
0.1%
0.05%
0%
1990 1995 2000 2005 2010 2015 2017
Source: IHME, Global Burden of Disease CC BY

Fig. Ill Global level data on prevalence of schizophrenia®

The term schizophrenia was given by the Swiss psychiatrist Bleuler. Schizophrenia
involves disturbances of thinking, perception, affect and social behaviour. According
to diagnostic and statistical manual of Mental Disorders there are five subtypes of
schizophrenia: paranoid schizophrenia, hebephrenic schizophrenia, catatonic
schizophrenia, Undifferentiated schizophrenia and Residual schizophrenia. Although
the clinical presentation of schizophrenia varies, but following symptoms can always

be observed like disorder of thought (such as loosening of associations, poverty of



speech and use of idiosyncratic expressions etc.), Delusions (ldeas of reference,
control or persecution), Hallucinations (especially auditory hallucinations and
abnormal physical sensations are the most common), Abnormal affect ( such as
reduction in emotional intensity or inappropriate affective responses) and
Disturbances in motor behaviour (such as adopting abnormal positions for longer

duration; repeated or aimless movement etc.).’

Schizophrenia typically begins in late adolescence or early adulthood. The treatment
of schizophrenia is seen effective with antipsychotic medicines and psychosocial
support. Over 80% of people with schizophrenia can be free of relapses at the end of
one year of treatment with antipsychotic drugs along with family intervention. The
person with schizophrenia can live a productive life and be integrated in society with

appropriate treatment and social support.®

In India, families represent the most important means for providing care of people
with mental illness. Families provides all aspects of care to their patients such as
supervision of the regular intake of medication and also fulfill physical, emotional and
basic needs of patients. Families also experience negative attitudes and
discrimination in various social situations while providing care to the patients. In
addition, families encounter many challenges and burden. This burden includes
impact of schizophrenia on family members like it affects physical, psychological and
emotional health of family members. Family members may become irritated,
frustrated, feel unable to cope and often feel trapped, discouraged or exhausted by
the stress of their daily struggle for providing care to patients. Therefore, involving

the family members in treatment and reducing their burden is essential.’



Another important aspect about schizophrenia is its economic impact on family which
includes the costs which is directly related to treatment (like paying consultation fees,
purchasing medicines for patients, admitting patients in hospital etc.) and the costs
which is indirectly related to treatment (like loss of employment of patients with
schizophrenia and caregivers potential for doing job etc). Also, some patients of
schizophrenia need to be cared by family members on daily basis. Because of that
family member who is providing care cannot perform his/her job appropriately and
potential income of family is lost. In addition, the patients may lose their job or unable
to get job because of their iliness. Both scenarios represent a major loss of potential
income of family and family may undergone through a major financial burden. This
financial burden leads to feelings of shame and guilt in patients with schizophrenia
and become source of intra-familiar tension and uncomfortable reactions towards the

ill family member.®

Therefore, for promoting mental health WHO has given Mental Health Action Plan
(2013-2020), that recognizes the essential role of mental health in achieving health

for all people. The plan includes four major objectives:

e To provide more effective leadership and governance for mental health

e To provide comprehensive, integrated mental health and social care services
in community settings

e To implement strategies for promotion of mental health and prevention of
mental illness

e To strengthen information systems, research and evidences.®



WHO has also given Mental Health Gap Action Programme (mhGAP), launched in
2008.This programme focuses on capacity building of non-specialized health-care

workers with a view to promote mental health at all levels of care.?

NIMHANS (National Institute of Mental Health and Neuro Science) has also taken
initiative for the schizophrenia patients and started Schizophrenia Clinic. In this clinic,
comprehensive clinical care has been delivered by multidisciplinary team to patients
with schizophrenia through Individualized Schizophrenia Treatment and Re-
integration (INSTAR) Program. Following interventions has been done under this
programme like comprehensive clinical assessment, psychopharmacological
treatments, psychosocial interventions including group therapy, cognitive therapy
and yoga-based interventions. In addition, ORACLES — Objective Risk Assessment
Care & Liaison for Early Schizophrenia, is also available in the schizophrenia clinic
for the patients with early course of schizophrenia. ORACLES, gives emphasis on
early intervention approaches, understanding the response of medications,
identifying family members who needs close monitoring and care, identification of
prodromal symptoms, measures to prevent psychosis and initiating early
rehabilitation strategies.'® These are helpful for the patient as well as their caregivers

to provide comprehensive care.

Similarly, SCARF (Schizophrenia research foundation) initiate, conduct and support
research programs on the biological, social and psychological aspects of
schizophrenia and mental illness to further knowledge of treatments and methods of
caregiving. It also provide integrated, comprehensive, cost effective and accessible
mental healthcare to the mentally disabled people, give emphasis on psychosocial
rehabilitation especially employment support, initiate and implement mental health
policy changes that will enable mentally ill people to participate fully in social

6



processes and increase social awareness about mental illness, disability, treatment

and other welfare measures.!

Therefore, for maintenance of mental health collaborative effort of family, community
and social services is necessary to enhance the knowledge and reducing burden

related to mental illness.

Need for the study:

“Where there is neglect, there is little or no understanding. Where there is no

understanding, there is neglect’””

According to WHO Schizophrenia is a chronic and severe mental disorder which is
affecting 20 million people worldwide. It is also associated with considerable
disability and affects educational and occupational performance. In addition, stigma
related to disease, discrimination and violation of human rights of people with

schizophrenia is common.*?

According to an e-newspaper, Patrika there were two cases came to AIIMS, Jodhpur
which shows that caregivers are having lack of knowledge regarding care and
treatment of the patients with schizophrenia. In one case a 24 years old, male patient
having schizophrenia brought to AIIMS, who had burn marks on his both hands, as
family members took the patient to Faith-healers after getting mental iliness, where
the patient was treated with burning by hot iron rod on both hands. After that disease

got worsened and patient was brought to AlIMS for further management.*

In another case a 40 years old, female patient with schizophrenia was restrained by

family member through shackles. After many years they brought her for treatment.*



These incidences show that caregivers are having lack of awareness regarding

disease condition and available treatment option.

According to a study carried out by Suryani S, et al (2019) found that among 100
respondents 31% were having good knowledge, 42% respondents were having
sufficient knowledge, and 27% were having insufficient knowledge. Regarding
perception, 66% respondents had a positive perception and 33% had a negative
perception. Regarding burden, 42% respondents were having moderate to heavy
burden levels, 23% were having a very heavy level to heavy burden, and 3% were
having very heavy levels of burden. The study concluded that frequency of health
education and sharing program for families is essential to increase the knowledge

and reduce the burden of families. **

Another study accompanied by Shinde M, et al (2014) shows that among 50
caregivers of the patients with schizophrenia, 30% had no prior knowledge about the
schizophrenia and got the information first hand by patient’s experience; whereas,
10% got the information from friends, 30% got from health workers and remaining
3% got the information from the local newspaper. Regarding symptoms of
schizophrenia caregivers were asked to describe the different symptoms of their
patients 74% responds replies Insomnia, 46% replies antisocial behavior, 42%
replies physical aggression, 28% replies verbal aggressiveness, and 26%
respondents replies isolation and withdrawal. The supportive interventions that
caregivers recommended for the patients were family support (78%) and counselling
(72%) were highly recommended, followed by others such as, rehabilitation, finance,
stopping smoking and awareness. It was concluded that educational programmes for

the relatives of patients are needed to enhance their knowledge.™



Another study carried out by Mishra SK, et al (2016) reveals that among 36
caregivers of admitted patient of schizophrenia, 47.2% caregivers reported suffering
from severe burden. And it was found that the most severely affected areas were
physical and mental health, taking responsibility of patients, caregiver's routine and
patient's behavior. The study concluded that caregivers of the patients with
schizophrenia suffered from significant burden and require additional care to help

them alleviate their problems.*®

Another study conducted by Kumari S, et al (2009) reports that among 50 spouses of
patients with schizophrenia 60% of spouses of female schizophrenia patients
experienced moderate burden and 40% experienced severe burden. Similarly, 52%
of spouses of male schizophrenia patients experiencing moderate burden 36%
experiencing severe burden. Surprisingly, in 12% of the spouses of male

schizophrenia patients, no burden was found.’

All these data reveal that caregivers of the patients with schizophrenia are having
lack of knowledge regarding disease condition, care of the patients and adopting
treatment for the disease. Along with this, caregivers are also having burden related
to care of the patients. Therefore, researcher felt the need to find out level of
knowledge and burden among caregivers of the patients with schizophrenia and
wants to enhance knowledge and reduce the burden of caring by developing an

information booklet for them.



Aim:

« To assess knowledge and burden among caregivers of the patients with
schizophrenia.

s To develop an information booklet for caregivers of the patients with

schizophrenia.

Statement of Problem:

Knowledge and burden among caregivers regarding care of the patients with
schizophrenia at psychiatric OPD, AIIMS, Jodhpur with a view to develop an

information booklet.

Objectives:

1. To assess the level of knowledge among caregivers regarding care of the
patients with schizophrenia at psychiatric OPD, AIIMS, Jodhpur

2. To assess the level of burden among caregivers regarding care of the patients
with schizophrenia at psychiatric OPD, AIIMS, Jodhpur

3. To determine association between level of knowledge and selected socio-
demographic and patient related variables of caregivers

4. To determine association between level of burden and selected socio-
demographic and patient related variables of caregivers

5. To develop an information booklet having essential information regarding care

of the patients with schizophrenia

10



Operational definitions:

e Knowledge: It refers to awareness of the caregivers regarding care of the
patients with schizophrenia that will be measured by using self-structured
guestionnaire.

e Burden: In this study, burden refers to a negative experience faced by
caregivers that is stigma, worry, shame and guilt that will be measured by

using Zarit burden interview.

e Caregiver: Caregiver is an individual such as family member or guardian who
is staying with patient from at least one year and taking care of the patient
most of the time.

e Psychiatric OPD: A setting of the AIIMS hospital for the diagnosis and
treatment of patients affected with acute or chronic mental iliness.

e Patient with Schizophrenia: Patient who is diagnosed with schizophrenia.

e Information Booklet: A small, thin book with paper covers, giving information

about schizophrenia and care of the patients with schizophrenia.
Delimitations:

The study is confined to:

a) Caregivers of the patients with schizophrenia at psychiatric OPD, AIIMS,
Jodhpur.

b) As self-structured interview schedule is used so, caregivers who are
having speech and hearing problems are excluded.

c) The study is limited to the caregivers who are available at the time of the

study

11



Summary:

This chapter deals with introduction, need for study, aim of study, problem

statement, objectives, operational definitions and delimitations of the study.
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REVIEW OF LITERATURE



CHAPTER Il

REVIEW OF LITERATURE

The second chapter deals with literature review. Literature review is knowing what is
already known or work done on particular topic or area by scholars.
“A review of related literature is an essential aspect of scientific research. It is a
written summary of the state of evidence on a research problem. It broadens the
understanding of the research and help to gain an insight necessary for the
development of a broad conceptual context into which the problem fits. *8

(Polit and Beck)
A review of literature is a description and analysis of the literature relevant to a
particular research or topic. It provides an overview of the work that had been
already carried out, the key researchers who did that work, the questions already
answered regarding a particular area of research interest, methods and
methodologies used to answer the particular questions and the prevailing theories
and hypothesis.
The review of literature also provides a solid background for a research study. The
objectives of the review are to discover certain aspects that need to be included into
the study to confirm or refuse earlier findings, to find certain data that may be
available in interpreting the conclusion of the study. It was also necessary to
ascertain, what has already been done in the field of study and what more needs to

be done.

Bhat BA, Dar SA, Mir RA, Hussain A (2020) carried out a cross-sectional study to
find out caregiver burden and quality of life. A total of 75 patients with schizophrenia

and their caregivers were selected as sample. It was found that QoL was

13



significantly correlated with burden on caregivers and duration of illness of patients.
Among 75 caregivers 64% perceived mild-to-moderate burden. The caregiver
burden was correlated with negative symptoms of patients. The burden perceived by
caregivers was significantly predicted by their negative symptom scores. Researcher
concluded that negative symptoms in patients were the only predictor of caregiver

burden. *°

Yu Y, et al (2020) carried out a study on 264 community-dwelling primary family
caregivers of schizophrenia patients. The data were collected by using face-to-face
interview. It was found that, in both types of caregivers, parent caregivers report
significantly higher subjective burden than spouse caregivers. Beside this, both types
of caregivers report comparable rewarding feelings about caregiving. Researcher
concluded that family intervention programme should be conducted to incorporate
cultural values and beliefs in understanding caregiving, to support family

caregivers.?

Challuri P, Bandela SG (2019) accompanied a cross-sectional study to assess
caregiver burden in spouses of patients with schizophrenia at institute of mental
health, Hyderabad. A total of 100 spouses of patients with schizophrenia were taken
by using consecutive sampling technique. Result shows that 76% of the caregivers
were having moderate burden. Severe burden was found in undifferentiated
schizophrenia patients who were having >10year duration of illness and with severe
disability. It was statistically significant at (p<0.001). Also, more burden was seen in
female gender, self-employed spouses and in spouses who were financially

dependent on patient. Researcher concluded that psycho- therapeutic interventions

14



like psycho education, family and couple therapy may help the spouses to cope with

illness and also to reduce the burden.?*

Kwok FW, Michael W (2019) carried out a cross-sectional survey to find out the
degree of stress and burden among caregivers of relatives with schizophrenia and
early psychosis. A total of 454 caregivers were recruited. Data were collected by
using face-to-face or telephone interview. Result reveals that 56.4% caregivers
attributed most of their conflicts with ill relatives because of their own lack of
knowledge of patient symptoms, 46.9% were due to other family members’ lack of
knowledge of patient symptoms or 43% due to the ill relative's refusal to take
medications (43.0%). Nearly 30.2% caregivers had corresponding stress scores of 5.
Regarding psychosocial problems, 78% caregivers experienced anxiety, 49.8%
experienced reduced socialising and 45.8% experienced insomnia, respectively.
Researcher concluded that community support services should be strengthened to

cope with distress. %

Gunjahalli B, Chougule P M (2019) disseminated a study to find out perception of
burden by caregivers of patients with schizophrenia in relation to symptom profile. A
total of 85 patients and their caregivers were interviewed and information regarding
sociodemographic details of the caregivers, patient's illness, present
psychopathology, and burden of the relatives were collected. Result shows that
positive symptoms caused greater burden in caregivers as compared to negative
symptoms. Burden increased with increasing severity of negative symptoms. There
was no significant influence of duration of illness and compliance to treatment was

seen on caregiver's perception of burden. The study concluded adequate that there

15



is need for proper education of the patient and the caregivers about the need for

continued treatment.?®

Arun R, Inbakamal S, Tharyan A, Premkumar PS (2018) accompanied a cross-
sectional study to find out spousal caregiver burden and its relation with disability in
schizophrenia. A total of 52 caregivers were selected as sample. It was found that
there is statistically significant correlation were found between disability, duration and
severity of schizophrenia, place of residence, and socioeconomic status with spousal
caregiver burden. The study concluded that spouses of persons with schizophrenia
experience significant caregiver burden. In addition, for reducing the spousal
caregiver burden focus should be given on alleviation of disability in the

management of schizophrenia. ?*

Makhal M (2018) carried out a cross-sectional study to assess influence of family
burden and social support on functional disability in persons with schizophrenia at
the Institute of Postgraduate Medical Education and Research (IPGMER), Kolkata,
India. A total of 100 patients with a clinical diagnosis of schizophrenia and their
caregivers were taken. Result shows that majority of the patients were having severe
level of disability in global, interpersonal activity, communication and understanding
area, whereas moderate level of disability was found in work and self-care domains.
It was concluded that treatment of persons with schizophrenia should be focused on
reducing family burden and enhancing social support system to improve
competencies in occupation, self-care and interpersonal relationship with co-workers

and significant others.?®

Edna A, Christine A, Catherine M (2018) carried out a cross-sectional study to

assess caregiver's knowledge and attitude regarding care of schizophrenia at
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Mathari teaching and referral hospital, Kenya. A total of 303 respondents participated
in the study, by utilizing systemic sampling technique. The study reveals that 63% of
respondents were female. Among 303 respondents 218 (72%) of the respondents
did not know the name of the condition the patient was diagnosed with. Knowledge
on schizophrenia significantly depended on the age of the caregiver and the length
of time the caregiver was knowing the patient and taking care of the patient. Despite
this, caregivers who have spent a long period with the patient are 3 times more likely
to have a more positive attitude and be more knowledgeable compared to those who
have spent a lesser period with schizophrenia patient. Increasing the level of
knowledge regarding the condition makes the caregiver more effective in their role

as the patient’s support system.?

Srikanth D M, Popuri S, Chaukimath SP (2018) disseminated a study to find out
burden in caregivers of patients with chronic schizophrenia. A total of 84 people with
schizophrenia and their primary care givers were selected as sample. It was found
that severity of burden increased with the severity of illness and declining in patient’s
level of functioning. And burden was reduced with improvement in patients by
adopting treatment. Besides this, care givers who suffered from any associated
medical illnesses reported significantly higher levels of burden. The study concluded
that for improving the functioning level of schizophrenia patient’'s caregivers need

support for their own physical and mental well-being. 2

Chinwe FI, et al (2017) accompanied a study to find out Burden of care amongst
caregivers who are first degree relatives of patients with schizophrenia. A total of 255
patients and caregivers were selected as sample. The study reveals, that 49% of

caregivers experienced high burden of care. In addition, it was found that older
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caregiver's age and illness severity in the patient had weak to moderate positive
correlation with burden of care. Poor functioning of the patient leads to rise in
caregiver's burden. Along with this low level of education of the caregiver, psychiatric
morbidity in the caregiver and poor patient functioning was the independent
predictors of the burden in caregivers. The study concluded that routine screening
and early psychological intervention would help to reduce negative consequences of

caregiving.?®

Bansal S, Arora R, Garg PD (2017) shows that among 34 caregivers, majority of
the caregivers were parents, married and employed. 52.9% of the caregivers
experienced severe burden, 26.4% caregivers had reported moderate burden and
17.6% had reported mild burden. It was found that the level of burden experienced
was having statistically significant association with total PANSS score, negative and
positive symptoms, general psychopathology score and duration of illness at
(p=0.00). Researcher concluded for employing positive coping strategies and
reducing burden there is need for psychological assistance and social support for the

vulnerable caregivers. %°

Stanley S, Balakrishnan S, llangovan S (2017) conducted a cross-sectional study
through survey method from caregivers in a hospital setting in Thanjavur, India. It
was found that majority of the caregivers were having high perceived burden and
lower QOL. Perceived burden of caregivers was not influence by patient's
characteristics such as age, gender, symptoms and duration of iliness, while positive
and negative symptoms and the duration of illness were correlated with their QOL.
The study concluded there is need for intervention for family caregivers to enable

them cope more effectively with the demands of caregiving. Low resource and
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effective outcome strategies such as psychoeducation and participation in peer

support groups should be advocated for caregivers in India.*

Chen S, et al (2017) carried out a study on 402 caregivers through convenience
sampling technique. Vignettes-based investigation were done to collect the
response. It was found that among 402 respondents 28.5% caregivers using the
term “schizophrenia” to describe the schizophrenia and 43.6% caregivers using the
term “depression” to describe the depression. Majority of caregivers believed that

“psychiatrist’, “psychologist” and “close family members” can be helpful. Caregivers
considered that “becoming more physically active”, “getting out and learning more”
and “receiving psychotherapy” were the helpful interventions for the patients. Beside
this, 82% caregivers considered that antipsychotics were helpful for the
schizophrenia and for depression 80.7% caregivers considered that antidepressants
are helpful. Regarding the causes of mental illness, items related to psychosocial
factors, like “daily problems”, “work or financial problems”, and “weakness of
character” were highly rated by respondents, while half of the respondents
considered genetic or chemical imbalance as causes of schizophrenia. The study
concluded that caregivers had adequate knowledge about treatments and

interventions but there is need to improve the knowledge regarding causes of illness,

speciality about the cause of schizophrenia.*!

Raj EA, Shiri S and Jangam KV (2016) carried out a study on 32 caregivers of
patients with schizophrenia by using total enumerative sampling. The study revealed
that predictors of subjective burden were the variables like negative symptoms of
patients, well-being, marital status, perceived severity, and relations domains of

burden. No any variable was found significant for the perceived social support of
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caregivers. Researcher concluded that there is need for inclusive treatment services
to improve the quality of life of the caregivers and to provide long-term care to

patients.>?

Koujalgi SR and Nayak RB (2016) accompanied a cross-sectional, descriptive, and
correlation study to assess factors associated with family burden in schizophrenia. A
total of 100 schizophrenia patients and 100 caregivers of the patients with
schizophrenia were selected as sample by using stratified simple random sampling
technique. Result reveals patient’s advanced ages, duration of illness, poor patient
income, caregivers' advanced ages, low education level, poor family income, and
length of contact with patients were the factors most likely associated and also

correlated positively with family care burden in schizophrenia.®®

Hidru TH, et al (2016) disseminated a cross-sectional study on 146 caregivers of
schizophrenia patients. Result revealed that, 57.5% caregivers were males and 62
were females. Greater burden was experienced by family caregivers who were
single, had educational level at elementary, had low monthly income and were
dissatisfied with family support. It was found that age of the caregivers, duration of
providing care, family income, history of self-injury, positive scale, negative scale and
general psychopathological scale were significant predictors of objective burden.
Researcher concluded that there is need for social and psychological support for the

caregivers to reduce their burden. **

Yazici E, et al (2016) carried out a study to on 88 caregivers of patients with
schizophrenia. Result shows that income level and functionality of the patients were
having negative correlation with burden, while age of the caregivers, daily time spent

with patient and frequency of hospitalizations of patients were having positive
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correlation with burden. There was no significant correlation was found between the
caregiver's knowledge related to schizophrenia and caregiver burden. Regarding
predictor of burden, living in the same house was a positive predictor, whereas
functionality and income level of the patient and education level of the caregiver
were negative predictors of burden. Researcher concluded that there is need to
implement rehabilitation and support programs to improve the functionality of

patients. %

Gabrielle A, et al (2016) accompanied a cross-sectional study among 115
caregivers of the patients with schizophrenia by using consecutive sampling
technique. Result shows that majority (75.7%) caregivers were predominantly
females and 65.2% caregivers were males. Caregivers showed on average, mild-to-
moderate burden. Higher burden was seen in caregivers who was parents and
spouses of patients. In addition, higher burden of caregiving was associated with
patient’s inability to perform self-care, closer kinship and higher numbers of
psychotic episodes in previous year. The study concluded community mental health
services should include self-care interventions in rehabilitation programs for

caregivers.*

Channaveerachari NK, et al (2015) disseminated a study to find out that Caregiver
burden is associated with disability in schizophrenia. Data were collected from a
community intervention program. A total of 245 schizophrenia patients were selected
as sample. The study reveals that level of burden had a significant direct correlation
with disability and severity of psychopathology. Beside this, it was found that
duration of treatment, age of caregiver and gender of the patients were significant

predictors of burden. Researcher concluded that burden of the caregiver was
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depends on disability experienced by patient. Therefore, measure should be taken to

reduce the disability to reduce the caregiver burden. '

Kasturi VK, et al (2015) accompanied a cross sectional descriptive research to find
out the burden among caregivers of schizophrenic clients. A total of 210 caregivers
of schizophrenic clients on a psychiatric ward and outpatient department were
selected by using Non-probability convenient sampling technique. Result revealed
that majority (37.6%) of the caregivers had mild burden followed by 31.9% had
moderate burden, and 30.5% had severe burden. There is a significant relationship
between knowledge with caregivers variables like age, marital status, type of family
at p<0.05 and occupation, residence, monthly income and relationship to patient at
p<0.01. Researcher concluded there is an urgent need to educate clients and their
caregivers regarding schizophrenia, resources in the community, stress

management, rehabilitation, and follow-up.>®

Shamsaei F, Cheraghi F, Bashirian S (2015) carried out a cross-sectional study to
find out burden caregivers of schizophrenia patients. A total of 225 caregivers were
selected by using convenience sampling technique. Data were collected through
face-to-face interviews. Result shows that 7.6% of the caregivers experienced “no to
low” burden, 23.5% “mild to moderate”, 41.8% “moderate to severe” and remaining
27.1% experienced “severe” burden. There was statistically significant association
was found between level of burden and variables like age, gender, educational
level, relation to care recipient, caregiving duration and duration of schizophrenia.
Researcher concluded that there is need to include the caregivers in health care
team and to develop supportive programs for the caregivers in context of reduce

their burden.*®
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Jagannathan A, et al (2014) accompanied a study to assess predictors of family
caregiver burden in schizophrenia. Data were collected from 137 caregivers of
schizophrenia patients. The study reveals that total burden score had significant
direct correlation with duration of iliness, levels of psychopathology and disability.
Whereas, perceived social support had significant inverse correlation with total
burden score. There was a significant correlation between psychopathology and
disability were found at (p < 0.001). In addition to psychopathology and disability,
perceived social support were significant predictor of burden. The study concluded
that focus should be given on enhancing social support for the caregivers in order to

reduce burden of caregivers.*

Ponangi CD, et al (2014) carried out a cross-sectional study to assess caregiver
burden in patients with schizophrenia. A total of 50 caregivers of persons with
schizophrenia attending the psychiatry outpatient and inpatient department of a
hospital were selected as sample. Caregiver burden was assessed by self-designed
proforma comprising sections on socio-demographic details, Positive and Negative
Syndrome Scale (PANSS) and Pai and Kapoor’s Interview Schedule. It was found
that burden of care was high in both subjective and objective scales and factors like
female sex, middle age and severity of illness had effect on extent of burden. The
burden of care was significantly high and the severity of illness had a correlation with
the burden of care on the family members. It also showed that burden of care was
more in male patients and in the age group of 30 to 40 years. Researcher concluded
that various risk factors for burden must be identified and measures must be taken
for the caregivers who are at risk to experience more burden in terms of support to

caregivers.*
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Rajeswari MN, Sherrin S (2014) disseminated a descriptive study to find out
caregiver burden in families of patients with schizophrenia at Sowmanasya hospital,
Tiruchirappalli. A total of 79 family members of patients with schizophrenia were
adopted to collect the data by using purposive sampling technique. Caregiver burden
scale by Thara, Padmavati, Kumar & Srinivasan was used to assess the burden of
caregivers. The study reveals that 74.7% of the respondents had knowledge about
Mental illness and remaining (25%) had no knowledge about mental illness. Half of
the respondents (51%) had high level of burden and remaining (49 %) of the
respondent’'s burden was found to be low. Researcher concluded that family

orientation interventions need to be developed to reduce burden.*?

Adam G, et al (2014) carried out a qualitative study to explore caregiver burden in
schizophrenia. A total of 19 caregivers of schizophrenia patients were selected. Data
were collected by using face-to-face qualitative interview. It was found that people
with schizophrenia were largely dependent upon caregivers for their care. Caregivers
subsequently reported lacking time for their own work and other responsibilities.
Caregiver burden frequently manifested as being fatigue, feeling sick and
experiencing depression and anxiety. The study concluded caring for a person with
schizophrenia has a significant impact on the lives of informal caregivers and

alleviating caregiver burden is critical for managing individual and societal costs.*?

Kate N, et al (2013) carried out a study to assess caregiving appraisal in
schizophrenia. A total of 100 patients with schizophrenia and their primary caregivers
were selected by using purposive random sampling. Result revealed that
psychological morbidity was significantly influenced by severity of disease, time
spent in giving care to patient per day (in hours) and the coping strategies used by
the caregivers. There was no direct influence seen on subjective burden of total
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PANSS score, but indirectly it influenced by total time spent in caregiving and
coping. The present findings suggest that effective control over patients’ symptoms
would lead to reduced demand on caregivers which in turn, reduce subjective burden

and psychological morbidity in the caregivers.**

Nirmala BP, et al (2011) explores a study to find out relationship between
caregivers’ burden and level of expressed emotions by the patients with
schizophrenia. Data were collected from a total of 70 subjects including 35
schizophrenia patients and 35 caregivers of the patients attending day care center
run by NIMHANS, in Bangalore, India. It was found that most of the caregivers were
parents. Intervention programs must focus on impaired patient’s functioning, and the
families, ability to negotiate about these aspects, might be helpful in improving
caregiver's burden and care. Besides this, more attention should be paid to the
needs of the caregivers in order to alleviate their burden in managing mentally ill

patients. *°

Wai-Tong C, Sally W C, Morrissey J (2007) accompanied a cross-sectional
descriptive study on 203 family caregivers. Result revealed that higher level of
caregiver burden was seen in those families who lived in a family with poorer
functioning, worse health status and less satisfaction of social support. The burden
score of caregivers was positively correlated with their age. Whereas, it was
negatively correlated with their monthly household income and number of family
members living with patient. The social support was the best predictor of caregiver
burden. Researcher concluded that helping families to maintain and enhance a
supportive social network may represent a useful means to reduce family burden in

schizophrenia.*®
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Parabiaghi A, et al (2007) disseminated a study on 51 caregivers of patients with
schizophrenia. It was found that baseline levels of family burden were high in
worrying and urging domains. 51% of caregivers experienced significant emotional
distress. Severity of family burden were found to be related with higher patients’
psychopathology, higher numbers of patient-rated needs, patient's lower global
functioning and patients' poorer quality of life. Researcher concluded a policy
addressing the caring burden of informal caregivers beyond patients’ symptoms

reduction should be considered.*’

Alejandra C, et al (2006) accompanied a study to find out burden of care in families
of patients with schizophrenia. A total of 41 relatives of patients with schizophrenia
who were attending a public mental health outpatient service in the province of Arica,
Chile, were selected as sample. It was found that all the caregivers show a very high
degree of burden, especially caregivers who were mothers of the patient, older in
age, with low educational level, caregivers who was unemployed and who are taking
care of younger patients. Researcher concluded that close monitoring should be
done for the caregiver’s mental health and the provision of family intervention and

psycho-social support should be given more concern.*®

SUMMARY:

This chapter discussed about the literature review, which is related to knowledge of
caregivers regarding schizophrenia and burden of caregivers related to

schizophrenia.
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CHAPTER Il

METHODOLOGY

For any research work methodology of the investigation is of vital importance.
According to Polit and Beck: Methodology refers to the ways of obtaining, organizing
and analyzing data. A methodology decision depends on the nature of the research
guestion. Methodology in research can be considered to be the theory of correct

scientific decision.*®

In this chapter, the researcher explained research methodology which includes
research approach, research design, setting of study, sample and sampling
technique, development and description of tool, content validity, reliability of tool,
pilot study, data collection, plan of data analysis and plan for information booklet

development.

The present study was carried out to assess the knowledge and burden among
caregivers regarding care of the patients with schizophrenia at psychiatric OPD,

AIIMS, Jodhpur with a view to develop an information booklet.
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Research approach
Quantitative approach

Research design
Non experimental descriptive research design

Study Variables
Knowledge among caregivers of the patients with schizophrenia
Burden among caregivers of the patients with schizophrenia

Setting of the study
Psychiatry OPD, AIIMS, Jodhpur

Population
Caregivers of the patient with schizophrenia

Sample and sampling technique size

200 caregivers of the patient with schizophrenia were selected by using Non-
probabilty consecutive sampling technique

Description of tool
Part-A: Items of socio-demographic and patient related variables of caregivers
Part-B: Self-structured questionnaire on knowledge
Part-C: Zarit Burden Interview for assessing burden of the caregivers

Method of data collection

Data were collectd by using face-to-face or telephonic interview

Method of data analysis
Discriptive and inferential statistics

Figure IV. Schematic Presentation of Research Methodology
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Research Approach:

It is an important element of the research process which governs the research
designs. It involves the description of the research plan to investigate the

phenomenon under study.

In present study Quantitative approach was used.

Research design:

It is a framework that is used for planning, implementation and analysis of the study.
According to Polit and Beck: A research design refers to the researcher’s overall
plan for obtaining answer to the researcher’'s questions for testing the research. It
incorporates some of the most important methodology decisions that the researchers

make in conducting in a research study.*®

In the present study non-experimental descriptive research design was used.

Variables:

According to Polit and Beck: A variable is, as the name implies, something that
varies. A variable is any quality of an organism, group or event or environment that

takes on different values.'®

In present study variables are categorized in following categories:

e Study variable:

» Knowledge among caregivers of the patients with schizophrenia

» Burden among caregivers of the patients with schizophrenia
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e Socio-demographic variable: These are age, gender, education,
employment status, family income and marital status

e Patient related variables of caregivers: These are relationship of caregiver
with patient, average time spent in caring per day, impact of caregiving on
employment, duration of disease for your patient and duration of staying with

patient after illness

Setting of the study:

According to Polit and Beck: “Setting is an environment or physical location in which

data collection take place in study”. *®

The present study was conducted at Psychiatry OPD, AIIMS, Jodhpur

Population:

Population is the set of people or entities to which the result of a research, are to be

generalized. It referred to as universe of the research study.

Target population: It consists of the total number of people or subjects which are
meeting the designated set of criteria. Target population for the present study
includes caregivers of the patients with schizophrenia attending psychiatric OPD,

AIIMS, Jodhpur.

Accessible population: It is the aggregate of cases that confirm to designated criteria
and are also accessible as subjects for a study. Accessible population for the

present study, are caregivers who will be willing and available at the time of study.
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Sample and sampling technique:

Sample is the subset of population selected to participate in research study.

According to Polit and Beck: A sample is a small proportion of the population
selected for the observation and analysis and which is representative of entire
population. Sampling is the process of selecting a representative segment of the

population under study.*®

Sampling is necessary because it is more economical and efficient to work with the
small group of elements, it improves the quality of data and results in the precision

and accuracy of data. It also helps in quick study results.

In the present study, Sample comprises of the caregivers of the patients with
schizophrenia and Non-probability Consecutive sampling technique was used to

select the sample.
Sample size:
Sample size consists number of subjects that are examined in a study.

Sample size calculation:
Sample size is calculated through Cochran formula.

The Cochran formula is:

Z°pq
o= T,
e>

Where:

e ngis the sample size.
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Zis 1.96 from Z table.

e is the desired level of precision (i.e. the margin of error) i.e. 5% (0.05)

p is the (estimated) proportion of the population which has the attribute in question,

gisl-p.

So, for the present study, p is 0.098 (here, p is disability-adjusted life-years of
schizophrenia) (Schizophrenia contributed 9.8% to the total mental disorders DALYs

(2017), Lancet Psychiatry)*® and q is 0.902.
no = ((1.96)? (0.098) (0.902)) / (0.05)* = 135.76

In this study, a sample of 200 caregivers of the patients with schizophrenia were
selected at psychiatric OPD, AIIMS, Jodhpur by using non-probability consecutive

sampling technique.
Sampling technique:

It is the method i.e. used to select the samples for data collection. In present study,

Non-probability Consecutive Sampling was adopted.

Consecutive sampling means recruiting all people from an accessible population
who meet the eligibility criteria, over a specific time interval or for a specified sample

size.®®
Criteria for sample selection:

According to Polit and Beck: These criteria specify the characteristics that people in

the population must possess in order to be included in the study.*®
It consists of two parts: -

Inclusion criteria:
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Caregivers of the patients with schizophrenia who are/can:

e Staying with patient for at least one year and taking care of the patient
most of the time.
e Irrespective of gender caregivers are selected as sample.
e Above 18 year of age
e Available at the time of data collection
e Understand Hindi or English
Exclusion criteria:
Caregivers of the patients with schizophrenia who are:
e Mentally ill
e Not willing to participate

e Having speech and hearing impairment

Development and Description of tools-

A research instrument is a device used to collect data. Depending on the nature of
the information to be gathered different instruments are used to conduct study.

In present study self-structured tool was prepared to assess knowledge of the
caregivers and standardized tool was used to assess burden of the caregivers.
Self-structured tool was prepared after doing intensive review of research, non-
research literature, books, articles, journals, project reports and different online
references. Formal and informal discussions were held with the guide and opinion of
the experts were also taken for drafting the self-structured tool.

Tool consists of three parts:

Part A: Questionnaires to collect socio-demographic data of caregivers of the

patients with schizophrenia (Age, Gender Education, Employment status, Family
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income and Marital status) and questionnaire to collect data of patient related

variables of caregivers (Relationship of caregiver with patient, Average time spent in

caring per day, Impact of caregiving on employment, Duration of disease for your

patient and Duration of staying with patient after illness)

Part B — Self-structured questionnaire on knowledge.

Description of tool. In present study a self — structured questionnaire was prepared

to assess knowledge regarding care of the patients with schizophrenia. It has 30

items questionnaire. For each correct answer 1 mark was allotted and for each

incorrect answer 0 marks was given. Knowledge was interpreted as good, average

and poor.

Brief review of tool:

S.N.

Domains

No. of
Iltem number . Percentage
questions

General
awareness
about
schizophrenia
Ability to
identify
symptoms
Measures for
Safety and
hygiene
Treatment
compliance
Management
of symptoms
Supportive
intervention

1,2,3,4,5,6,7 7 23.34%

8,9,10,11 4 13.34%

12,22 2 6.66%

13,14,15,16,17,18,19,20,21,27 10 33.33%

23, 24, 25, 26 4 13.33%

28, 29, 30 3 10%

Total no. of
guestions

30 100%
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Interpretation of tool:

Level of knowledge Allotted score
Good 21-30

Average 15-20

Poor <14

Part C — Zarit Burden Interview for assessing burden of the caregivers.

Description of tool. In the present study, for assessing burden of the caregivers,
Zarit Burden Interview was used. Permission for using Zarit burden interview has
been taken from tool developer through mail. It has a 22 item 5-point likert type scale
which is a standardized tool. It includes 0-4 marks for each response and score
ranges from 0-88 (no burden to severe burden).

Brief review of tool:

Domains No. of | Cluster of items Percentage
items
Burden in relationship 6 1,8,11, 14, 18, 20 27.27%
Emotional well being 7 2,4,5,9, 10, 21, 31.82%
22

Social and family life 4 3,6,12,13 18.18%
Finances 1 15 4.55%
Loss of control over one’s 4 7,16,17,19 18.18%
life

Total 22 100%
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Interpretation of tool™®:

Level of Burden Allotted score
Little or no burden 0-21

Mild to moderate burden 21-40
Moderate to severe burden 41-60

Severe burden 61-88

Validity of tool:

It is concerned with scope of coverage of the content area to be measured. More

often it is applied in test of a person.

Validity of self-structured questionnaire was established by opinion of panel of eight
experts from the field of psychiatry and psychiatric nursing, certain modifications
were done with the suggestions of experts and guide. The tool was found to be valid

for the study.
Reliability of tool:

It is a degree of consistency and accuracy with which an instrument measures the

attributes for which it is designed to measures.

The tool was administered to 20 caregivers of the patient with schizophrenia and the

reliability was determined through Kuder-Richardson Formula 20 (KR 20).

-(F)l-2#

k-1

/ k20

k= total number of test item

> = indicates to sum
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p = the proportion of the test takers who pass an item

q=(1-p)
o? = is the variation of the entire test

Reliability of self-structured tool was 0.829 which is within acceptable range (0.7 to

1). Thus, the tool was found to be reliable.

The Cronbach’s alpha value for the ZBI item was 0.93; the intra-class correlation

coefficient for the test-retest reliability of the Zarit burden score was 0.89.%°
Ethical consideration :

The ethical consideration was obtained from Institutional Ethical Committee of
AIIMS, Jodhpur (IEC certificate reference number: AIIMS/IEC/2020-21/3028 Dated-
01/06/2020). Permission was obtained by competent authority and prior to
administration of tool informed consent was taken from the subjects and they were
assured of confidentiality and autonomy to withdraw self from study at any time of
data collection. For conducting telephonic interview, permission was taken from
institutional ethical committee regarding changes in data collection method and
permission was given through mail. Permission for using Zarit burden interview was

taken from tool developer through mail.
Pilot study:

According to Polit and Beck: “Pilot study is the small version, or trial run, done in
preparation for a major study. The purpose of the pilot study is two-fold: to make
improvement in the research project and detect a problem that must be eradicated

before the major study is attempted.”*®
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Pilot study was conducted on 10% of total sample size of the main study i.e. 20
caregivers of the patients with schizophrenia through face to face interview at
Psychiatric OPD, AIIMS, Jodhpur by using non-probability consecutive sampling

technique.

Pilot study was done from 21/09/2020 to 26/09/2020.

Duration of pilot study 1 week.

The aim of pilot study was to assess the knowledge and burden among the
caregivers of the patients with schizophrenia. The pilot study was also designed to

find out the practicability and feasibility of the study.

The purpose of the study was explained and subjects were assured about the
confidentiality of their responses. Verbal or written consent was obtained from the
samples and then data was collected by using telephonic or face to face interview

method.

Findings of the pilot study revealed that study is feasible to conduct. The plan of the

statistical analysis was also determined.

Data collection procedure:

Data were collected after obtaining ethical consideration and permission from
competent authority or institutional ethical committee of AIIMS, Jodhpur. For
conducting telephonic interview, permission was taken from institutional ethical
committee of AIIMS, Jodhpur. Sample were selected based on inclusion and
exclusion criteria. Data collection was done from 28/10/2020 to 21/11/2020 by using
non-probability consecutive sampling technique. Face to face or telephonic interview

method were used for collecting the data. Telephonic interview method was adopted
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due to the pandemic COVID-19 condition. Self-introduction was given to the
subjects, nature and purpose of the study was explained to them and subjects were
assured about the confidentiality of their responses. Verbal or written consent were
obtained from all the samples and flexible time duration was given while collecting

data.

Data analysis:

It is schematic organization and synthesis of research data and the testing of
research objectives using those data. It was planned to analyze the data on the

basis of objectives.

After data collection, the collected data was coded and summarized by the use of
Microsoft excel sheet and all the entries were cross checked to avoid any kind of

error.

Analysis was done by using SPSS version 27.

Data were analyzed by using descriptive and inferential statistics.

Descriptive statistics: Frequency, percentage, mean and standard deviation were
the analytical part of the descriptive statistic, which were used to describe
characteristics of demographic variables, knowledge and burden score of the

respondents.

Inferential statistics: Chi-square was the analytical part of inferential statistics to

seek association of knowledge and burden with selected demographic variables.
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Plan for information booklet development:

The information booklet aimed to improve the knowledge and reduce the burden of
caregivers regarding caring the schizophrenia patients. The title of the information
booklet was “A booklet to provide information regarding caring the patients
affected with schizophrenia.” It contains information regarding domains in which
caregivers were having lack of knowledge. Following domains were basis for

developing information booklet:

General awareness about schizophrenia

e Identification of symptoms

e Treatment compliance

e Management of symptoms including social skill training

e Measures for Safety and hygiene
Summary:

The research methodology gives an overview of entire process taking a research
problem in scientific and systematic manner. This chapter discussed research
approach, research design, variables under study, population, setting, sample and
sampling technique, development and description of tool, content validity, reliability,
ethical consideration, pilot study, procedure for data collection, plan for data analysis

and plan for information booklet development.
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CHAPTER-IV

ANALYSIS, INTERPRETATION AND DISCUSSION

Polit and Beck defined analysis as “organization and synthesis of data to answer
research questions and test hypotheses.” The purpose of data analysis is to

organize, provide structure to, and elicit meaning from research data. *

Polit and Beck defined that interpretation is the process of making sense of the

results of the study and examining their implications.

Analysis and interpretation of the data were done using descriptive and inferential

statistics on the objectives of the study.

Descriptive statistics: Frequency, percentage, mean and standard deviation were
the analytical part of the descriptive statistic, which were used to describe
characteristics of demographic variables, knowledge and burden score of the

respondents.

Inferential statistics: Chi-square was the analytical part of inferential statistics to

seek association of knowledge and burden with selected demographic variables.
Data findings have been organized and presented under the following sections:

Section |: Description of socio-demographic variables of caregivers. These were

described in terms of frequencies and percentage

Section II: Description of patient related variables of caregivers. These were

described in terms of frequencies and percentage
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Section llI: Findings related to level of knowledge among caregivers of the

patients with schizophrenia

e Level of knowledge
e Frequency and percentage distribution of knowledge

e Mean and SD of knowledge

Section IV: Findings related to level of burden among caregivers of the

patients with schizophrenia

e Level of burden
e Frequency and percentage distribution of burden

e Mean and SD of burden

Section V: Findings related to association between level of knowledge and selected

socio-demographic variables

Section VI: Findings related to association between level of knowledge and selected

patient related variables of caregivers

Section VII: Findings related to association between level of burden and selected

socio-demographic variables
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Section VIII: Findings related to association between level of burden and selected

patient related variables of caregivers

Section IX: Findings related to domain wise Mean, Mean% and SD of knowledge

guestionnaire showing basis of information booklet development

ORGANIZATION AND PRESENTATION OF DATA:

For organization ad presentation of data, descriptive and inferential statistics were

used the data findings have been organized and presented under following sections:
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Section |: Description of socio-demographic variables of caregivers. These

were described in terms of frequencies and percentage

Table 1: Frequency and percentage distribution of socio-demographic variables of

caregivers of the patient with schizophrenia

N-200
S.N. Socio-demographic variables Freq(l:)ency Percentage (%)

1 Age (in years)

19-38 89 44.5

39-59 83 41.5

>=60 28 14
2 Gender

Male 136 68

Female 64 32
3 Marital status

Married 150 75

Unmarried 50 25
4 Education

No formal education 16 8

Up to Primary 18 9

Up to senior secondary 75 37.5

Graduation and above 91 45.5
5 Employment status

Unemployed 71 35.5

Self-employed 43 21.5

Private job 52 26

Govt. job 34 17
6 Family income (In Rs.)

<10000 53 26.5

10000-30000 65 32.5

30001-50000 45 22.5

>50000 37 18.5
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Description of table 1: The above table describe frequency and percentage
distribution of the socio-demographic variables of caregivers of the patients with
schizophrenia. Result reveals that among 200 respondents 44.5% were between the
age group of 19-38, 41.5% were between the age group of 39-59 and remaining
14% participants were in the age group of greater than and equal to 60 year. In
gender distribution 68% were male and 32% were female. In marital status 75%
were married and remaining 25% were unmarried. In educational group 8% were
having no formal education, 9% were having formal education up to primary, 37.5%
were having formal education up to senior secondary and 45.5% were having formal
education up to graduation and above. In employment status 35.5% were
unemployed, 21.5% were self-employed, 26% were doing private job and 17% were
having government job. In monthly family income 26.5% were having income
<10000, 32.5% were having income between 10000-30000, 22.5% were having

income between 30001-50000 and remaining 18.5% were having family income >

n Age (in years) =19-38 =39-59 =>=60

50000 per month.

Fig. V. Pie Diagram showing percentage distribution of age of caregivers of the

patients with schizophrenia
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Section Il: Description of patient related variables of caregivers. These were

described in terms of frequencies and percentage

Table 2. Frequency and percentage distribution of patient related variables of

caregivers of the patient with schizophrenia

N-200
S.N. Patient related variables of caregivers Frequency (f) Percentage (%)

1 Relationship of caregiver with patient

Parents 58 29

Spouse 51 25.5

Children 33 16.5

Siblings 43 21.5

Others: Uncle, Aunt, cousins 15 7.5
2 Average time spent in caring per day

1-3 hours 92 46

3-6 hours 45 22.5

6-10 hours 37 18.5

>10 hours 26 13
3 Impact of caregiving on employment

Need to take leave from work per month 36 18

Financial condition worsened 70 35

Become jobless 36 18

No impact 58 29
4 Duration of disease for your patient

1-3 year 62 31

3-6 year 41 20.5

6-10 year 25 125

>10 year 72 36
5 puration of staying with the patient after

illness

1-3 year 62 31

3-6 year 41 20.5

6-10 year 25 12.5

>10 year 72 36
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Description of table 2: The above table describe frequency and percentage
distribution of patient related variables of caregivers of the patients with
schizophrenia. Result reveals that regarding relationship of the caregivers with the
patient, nearly 29% of the caregivers were parents, followed by spouses that was
25.5% of the respondents, remaining 21.5% were siblings, 16.5% were children and
7.5% were others. Regarding average time spent in caring per day 46% caregivers
were spending 1-3 hours in caring for their patients per day, 22.5% were spending 3-
6 hour, 18.5% were spending 6-10 hour and remaining 13% were spending >10
hours in caring per day. Regarding impact of caregiving on employment 35% of the
respondents, reports worsening of financial condition, 29% reports no impact, 18%
reports need to take leave from work and remaining 18% reports become jobless.
Regarding duration of disease for patient 36% respondents were having patient with
>10year duration of illness, 12.5% were having patients 6-10year duration of illness,
20.5% were having patients 3-6year duration of illness and remaining 31% of the
caregivers were having patients with 1-3year duration of illness. Regarding duration
of staying with patient after illness nearly 36% of caregivers were staying with the
patient since >10year after the patient having illness followed by 1-3 year that was

31% of the respondents.
Relationship of caregivers with patient

= Parents
Spouse
Children

16% = Siblings
25%

= Qthers: Uncle, Aunt,
cousins

Fig. VI Pie diagram showing percentage distribution of relationship of
caregivers with patients

47



Section llI: Findings related to level of knowledge among caregivers of the
patients with schizophrenia

Table 3. Level of Knowledge among caregivers of the patients with schizophrenia

N=200
Level of Frequency Percentage
S.N. knowledge Score 0 (%) Mean = S.D.
1 Good 21-30 42 21
2 Average 15-20 79 39.5 16.34 +4.72
3 Poor <14 79 39.5
LEVEL OF KNOWLEDGE
45 39.5% 39.5%
40
35
30
25 21%
20
15
10
5
0
21-30 15-20 <14
Good Average Poor

2Good 21-30 mAverage 15-20 mPoor £14

Fig. VIl Bar diagram showing percentage distribution of level of knowledge

among caregivers of patients with schizophrenia.

Description of Table 3 and Figure VII. Table 3 and figure VII depicts about the
level of knowledge among caregivers of the patient with schizophrenia. 21%
respondents were having good knowledge, 39.5% were having average knowledge
and 39.5% were having poor knowledge. The mean score of the knowledge was
16.34 and standard deviation was +4.72 which infers that overall respondents were

having average level of knowledge.
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Section IV: Findings related to level of burden among caregivers of the
patients with schizophrenia

Table 4. Level of burden among caregivers of the patient with schizophrenia

N=200
S.N. Level of Score Frequency Percentage Mean + S.D.
burden (f) (%)
1 Little or no 0-21 o4 12
burden
Mild to
2 moderate 21-40 64 32
burden 42.035 + 15.14

g Moderateto ) 4, 87 435
severe burden

4 Severe burden 61-88 25 12.5

LEVEL OF BURDEN

50
45
40
35 32%
30
25

20
15 12% 12.5%

10
5
0

Little or no Mild to moderate Moderate to Severe burden
burden burden severe burden

43.5%

= Percentage

Fig. VIll Bar diagram showing percentage distribution of level of burden among

caregivers of patients with schizophrenia

Description of Table 4 and Figure VIII. Table 4 and Figure VIl depicts level of
burden among caregivers of the patients with schizophrenia. 12% of the respondents
were having little or no burden, 32% of the respondents were having mild to
moderate burden, 43.5% of the respondents were having moderate to severe burden
and remaining 12.5% of the respondents were having severe burden. The mean
score of the burden was 42.03 and standard deviation was +15.14 which infers that

overall, the respondents were having moderate to severe level of burden.
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Section V: Findings related to association between level of knowledge and
selected socio-demographic variables

Table 5. Association between level of knowledge and selected socio-demographic

variables
N-200
S.N. Soglo—demographlc Level of knowledge X2 df P
variables (cal) value
Good Average Poor
1 Age(in years)
19-38 23 37 29
39-59 15 30 33 4334 4 0.363"°
>=60 4 12 12
2 Gender
Male 31 61 44 9.23 5> 0.01*
Female 11 18 35
3 Marital status
Married 26 62 62 4.862 5 0.088"S
Unmarried 16 17 17
4  Education
No formal education 0 1 15
Up to Primary 0 6 12 65.846 6 o*
Up to senior secondary 5 33 37
Graduation and above 37 39 15
5 Employment status
Unemployed 17 17 37
Self-employed 1 19 23 36542 6 o+
Private job 10 25 17
Gowt. job 14 18 2
6  Family income (In Rs.)
<10000 8 13 32
10000-30000 8 26 31
32579 6 0*
30001-50000 11 21 13
>50000 15 19 3

* - Significance (p<0.05), x2 — (Chi square), NS- Not significant (p>0.05)
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Description of Table 5. Table 5 depicts about association between level of
knowledge and selected socio-demographic variables of caregivers of patients with
schizophrenia. It was found that gender, education, employment status and family
income were having statistically significant association with the level of knowledge at
p<0.05, whereas, age and marital status were not found statistically significant at

p<0.05.
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Section VI. Findings related to association between level of knowledge and
selected patient related variables of caregivers

Table 6. Association between level of knowledge and selected patient related

variables of caregivers

N-200
SN Patier?t related variables of Level of knowledge X2 df p
caregivers (cal) value
Good Average Poor
1 Relationship of caregiver
with patient
Parents 11 20 27
Spouse 7 25 19
Children 9 15 9 10.039 8 0.262"°
Siblings 9 16 18
Others: Uncle, Aunt, cousins 6 3 6
5 Average time spent in
caring per day
1-3 hours 25 33 34
3-6 hours 9 20 16 803 6 0236
6-10 hours 3 14 20
>10 hours 5 12 9
3 Impact of caregiving on
employment
Need to take leave from work
per month 7 23 6
Financial condition worsened 12 25 33 20.081 6 0.003*
Become jobless 6 9 21
No impact 17 22 19
4 Duration of disease for your
patient
1-3 year 12 28 22
3-6 year 1 15 15 4850 6 0602
6-10 year 4 7 14
>10 year 15 29 28
5 Duration of staying with the
patient after iliness
1-3 year 12 28 22
3-6 year 1 15 15 485 6 0602
6-10 year 4 7 14
>10 year 15 29 28

* - Significance (p<0.05), x2 — (Chi square), NS- Not significant (p>0.05)
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Description of Table 6. Table 6 depicts about association between level of
knowledge and selected patient related variables of caregivers of patients with
schizophrenia. It was found that impact of caregiving on employment were having
statistically significant association with level of knowledge at p<0.05, whereas,
relationship of caregiver with patient, average time spent in caring per day, duration
of disease for your patient and duration of staying with patient after illness were not

found statistically significant at p<0.05.
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Section VII: Findings related to association between level of burden and

selected socio-demographic variables

Table 7. Association between level of burden and selected socio-demographic

variables
N=200
s.N, Socio-demographic Level of burden X2 g p value
variables (cal)
Litle Mildto Mod
to Severe
or no mod.
severe burden
burden burden
burden
1 Age(in years)
19-38 13 31 39 6
39-59 11 20 36 16 13.125 6 0.041*
>=60 0 13 12 3
2 Gender
Male 19 44 56 17 1919 3 0589"S
Female 5 20 31 8
3 Marital status
Married 18 47 63 22 2647 3 0.449"
Unmarried 6 17 24 3
4 Education
No formal education 2 2 6 6
Up to Primary 2 6 8 2
Up to senior 20.616 9 0.014*
secondary 4 23 36 12
Graduation and
above 16 33 37 5
5 Employment status
Unemployed 9 25 31 6
Self-employed 4 9 20 10 10.861 9 0.285'
Private job 5 16 25 6
Govt. job 6 14 11 3
6 Family income
(InRs))
<10000 3 22 24 4
10000-30000 8 11 33 13 21714 9 0.01*
30001-50000 4 16 20 5
>50000 9 15 10 3

* - Significance (p<0.05), x2 — (Chi square), NS- Not significant (p>0.05)
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Description of Table 7. Table 7 depicts about association between level of burden
and selected socio-demographic variables. It was found that age, education and
family income were statistically significant with the level of burden at p<0.05,

whereas, gender, marital status and employment status were not found statistically

significant at p<0.05.
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Section VIII: Findings related to association between level of burden and
selected patient related variables of caregivers
Table 8. Association between level of burden and selected patient related variables
of caregivers

N=200

Patient related 2
S.N. variables of Level of burden X df pvalue
caregivers

Little or Mildto Mod. to

Severe
no mod. severe | ien
burden burden burden
Relationship of
1 caregiver with
patient
Parents 3 17 31 7
Spouse 10 14 20 7
Children 2 13 17 1 -
Siblings 7 12 16 8 1779 12 0.122
Others: Uncle,
Aunt, cousins 2 8 3 2
Average time
2  spentincaring
per day
1-3 hours 18 32 35 7
3-6 hours 1 15 21 8 NS
6-10 hours 3 9 19 6 14.429 9 0.108
>10 hours 2 8 12 4
Impact of
3 caregiving on
employment
Need to take leave
from work per
month 3 10 16 7
Financial condition 25688 9 0.002*
worsened 4 16 33 12
Become jobless 4 11 17 4
No impact 13 27 16 2
Duration of
4 disease for your
patient
1-3 year 5 24 24 9
3-6 year 8 14 16 3 s
6-10 year 2 4 17 > 12.008 9 0.213
>10 year 9 22 30 11
Duration of
staying with the
5 )
patient after
illness
1-3 year 5 24 24 9
3-6 year 8 14 16 3
12.008 9 0.213"°
6-10 year 2 4 17 2
>10 year 9 22 30 11

* - Significance (p<0.05), x2 — (Chi square), NS- Not significant (p>0.05)
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Description of Table 8. Table 8 depicts about association between level of burden
and selected patient related variables of caregivers. It was found that impact of
caregiving on employment were statistically significant with the level of burden at
p<0.05, whereas, relationship of caregiver with patient, average time spent in caring
per day, duration of disease for your patient and duration of staying with the patient

after illness were not found statistically significant at p<0.05.

Section IX: Findings related to domain wise Mean, Mean% and SD of

knowledge questionnaire showing basis of information booklet development.

Table 9. Domain wise Mean, Mean % and SD of knowledge questionnaire showing

basis of information booklet development

N=200

) Mean
S.N. Domains ltem number Mean o SD
0

General awareness
1 _ _ 1,2,3,4,5,6,7 3.585 51.21 1.8329
about schizophrenia

Ability to identify

2 8,9,10,11 2.1 525 1.1253
symptoms
Measures for Safety

3 _ 12,22 1.32 66 0.7
and hygiene

_ 13,14,15,16,17,18,19,
4  Treatment compliance 5.43 54.3 1.8742
20,21,27

Management of

5 23, 24, 25, 26 1.82 455 1.0227
symptoms

6  Supportive intervention 28, 29, 30 211 70.33 0.9177
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Domains Mean %

80
70.33Y
60 51.21% 52.5% 54.3%
50 45.5%
40
30
20
10
0
General Ability to  Measures for Treatment Management Supportive
awareness identify Safety and compliance of symptoms intervention
about symptoms hygiene

schizophrenia

= Mean %

Fig. IX Mean% distribution of domains of knowledge questionnaire

Description of Table 9 and figure IX. Table 9 and figure IX shows the mean %
distribution of domains of the self-structured knowledge questionnaire. It was found
that respondents were having poor knowledge with 45.5 mean% related to domains
like management of symptoms. Respondents were having average knowledge
related to domains like general awareness about schizophrenia with 51.21 mean%,
ability to identify symptoms with 52.5 mean%, treatment compliance with 54.3
mean% and measure for safety and hygiene with 66 mean%. Respondents were
having good knowledge with 70.33 mean% related to domain like supportive
intervention. Therefore, basis of information booklet were the domains in which
caregivers had showed poor (<50 mean%) to average (between 50-70 mean%) level

of knowledge.
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Information booklet development:

Table-9 reveals the domains in which caregivers were having lake of knowledge, so

the basis of development of information booklet were following domains:

General awareness about schizophrenia

e Identification of symptoms

e Treatment compliance

e Management of symptoms including social skill training

e Measures for Safety and hygiene

RESULT AND DISCUSSION:

Result:

The study reveals that among 200 caregivers 21% participants were having good
knowledge, 39.5% were having average knowledge and 39.5% were having poor
knowledge. The mean score of the knowledge was 16.34 with the standard deviation
of £4.72. Regarding burden 12% of the caregivers were having little or no burden,
32% of the caregivers were having mild to moderate burden, 43.5% of the caregivers
were having moderate to severe burden and 12.5% of the caregivers were having
severe burden. The mean score of the burden was 42.03 with the standard deviation
of £15.14. Regarding knowledge gender, education, employment status, family
income and impact of caregiving on employment were found statistically significant
with the level of knowledge at p<0.05. Regarding burden age, education, family
income and impact of caregiving on employment were found statistically significant
with the level of burden at p<0.05. On the basis of mean % distribution caregivers

were having lack of knowledge regarding following domains of knowledge
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guestionnaire general awareness about schizophrenia, identification of symptoms,
measures for safety and hygiene, treatment compliance and management of
symptoms including social skill training. Therefore, the basis of information booklet

development were these domains.

Discussion:

Current study was carried out to assess the caregiver's knowledge and burden

regarding care of the patients with schizophrenia.

Regarding the caregiver’s relationships with the patient this study found that most of
the respondents were parents which is similar to the findings of Suryani S, et al
(2019) who reports that Nearly two fifths of the respondents are parents. Also, in
present study 25.5% were spouses and this finding is consistent with the findings of

Suryani S, et al (2019) who reports that 24% of their caregivers were spouses.

Level of knowledge

In the current study emphasis is given to assess knowledge among the caregivers of
the patients with schizophrenia, the findings of my study shows that 21% participants
were having good knowledge, 39.5% were having average knowledge and 39.5%
were having poor knowledge which is contradicting the findings of the Suryani S, et
al (2019) findings which shows 31% respondents were having good knowledge, 42%

were having sufficient knowledge, and 27% were having insufficient knowledge.

Level of burden:

In the current study emphasis is given to assess burden among the caregivers of the
patients with schizophrenia, the findings of my study shows that 43.5% of the

caregivers were having moderate to severe burden which is similar with the study of
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Shamsaei F, et al (2015) which shows 41.8% caregivers experienced moderate to
severe burden. Also, in current study level of burden experienced was significantly
associated age and educational status, which is similar with the study of Shamsaei
F, set al (2015) which shows that age and educational level were having statistically

significant association with the level of burden at p<0.05.
SUMMARY:

This chapter presents analysis and interpretation of the data collected to assess the
knowledge and burden among caregivers of the patients with schizophrenia.
Descriptive and inferential statistics were used for analysis. Diagrammatic
representation of data was done by using Pie diagram, and bar diagram. The
association between level of knowledge with demographic variables and level of

burden with demographic variables were determined by chi-square test.
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CHAPTER-V

SUMMARY, CONCLUSION AND RECOMMENDATIONS

Summary: The current study was conducted on caregivers of the patients with

schizophrenia by using descriptive research design who are meeting the inclusion

criteria. The data was collected from 200 subjects with consecutive sampling

technique.

Objectives of the study:

1.

To assess the level of knowledge among caregivers regarding care of the
patients with schizophrenia at psychiatric OPD, AIIMS, Jodhpur

To assess the level of burden among caregivers regarding care of the patients
with schizophrenia at psychiatric OPD, AIIMS, Jodhpur

To determine association between level of knowledge and selected socio-
demographic and patient related variables of caregivers

To determine association between level of burden and selected socio-
demographic and patient related variables of caregivers

To develop an information booklet having essential information regarding care

of the patients with schizophrenia

Major findings:

>

Results shows that 21% participants were having good knowledge, 39.5%
were having average knowledge and 39.5% were having poor knowledge.
Regarding burden 12% of the caregivers were having little or no burden, 32%

of the caregivers were having mild to moderate burden, 43.5% of the
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caregivers were having moderate to severe burden and 12.5% of the
caregivers were having severe burden.

» There was a statistically significant association were found between level of
knowledge and selected socio-demographic variables like gender, education,
employment status, family income and with patient related variables of
caregivers like impact of caregiving on employment.

» Regarding level of burden statistically significant association was seen with
socio-demographic variables like age, education, family income and with
patient related variables of caregivers like impact of caregiving on

employment.

Limitation of study:

The study is confined to:

a) Caregivers of the patients with schizophrenia at psychiatric OPD, AIIMS,
Jodhpur.

b) As self-structured interview schedule is used so, caregivers who are
having speech and hearing problems are excluded.

c) The study is limited to the caregivers who are available at the time of the
study

d) Majority of the samples were collected using telephonic interview due to

pandemic COVID-19 situation.

Implication of the study:

Nursing Education
e Today nurses are no more following the traditional practices. Nurses are

playing dual role now a days in hospital and education. With the help of
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research nurses can contribute to evidenced based care and motivate the
new researchers or students for conducting such studies.
Through continuing education and in-service education nurses can update

their knowledge and practices.

Nursing Practice

Best practice can be supported with the new and good evidences. Nurses
working in clinical area may get chance to understand patient’s problem in
depth.

Caregivers are most of the time neglected, current study will help the nurses
to plan interventions for the caregivers thus to improve the quality of life of
caregivers.

Practice is guided by knowledge and knowledge comes with the new
information, by continuously searching for evidences will definitely help to get

answers for all the problems faced by nurses.

Nursing Research

Research means re-searching for the solution or evidence to support decision
making.

Current study will help the new researcher to get an idea about such studies
and planning more in-depth studies.

This study will help the nurses to understand the problems of caregivers.

Nursing administration:

Nursing administration should provide necessary facilities and opportunities
for nursing students and staff to equip themselves with improving the

knowledge of caregivers regarding schizophrenia at AIIMS, Jodhpur.
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They can identify the learning needs of caregivers of the patients with

schizophrenia and plan, conduct and evaluate their teaching.

Problem faced while collecting data:

Some problems were faced during the time of data collection due to telephonic

interview:

Some respondents were not willing to share the data related to their
caregiving experiences through telephonic interview because they thought it is
not a reliable method to share the information

Some respondents left the interview in between as they considered it as a
lengthy process.

Some respondents did not receive the call

Recommendation:

Similar studies can be conducted at community level, because most of the
caregivers are not reaching to the health care facility.

Comparatives studies can be done.

Study can be conducted on larger scale so that result can be generalized.
Interventional studies can be conducted to improve the knowledge of the

caregivers, reduce burden and to improve social support among caregivers.

Conclusion: The current study will help health care professionals to understand the

impact of schizophrenia on the caregivers. Family support is an important aspect of

the psychiatric treatment modality, by conducting such studies will definitely help to

understand the patient and caregiver’s problems and difficulties faced during the

treatment course and while providing care to the patients.
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APPENDIX Il

PERMISSION FOR ADOPTING TELEPHONIC INTERVIEW AS A DATA

COLLECTION METHOD

M G ma|| Suman Bhatia <sumanbhatia2d5@gmail.com>

Minor changes in the data collection
1 message

Ethics Committee <ethicscommitteeaiimsjdh@gmail.com> 13 October 2020 at 13:47
To: Aashish Parihar <parihara@aiimsjodhpur.edu.in>
Ce: sumanbhatia245@gmail.com

To,

Mr. Aashish Panhar
Lecturer

College of Nursing
AIIMS, Jodhpur

Ref: Your letter no. AIIMS-CON/IDH/175 dated 21/08/2020.

Dear Mr. Parihar,
Reference to above cited letter with regard to M.Sc. Nursing research project
titled “Knowledge and burden among caregivers regarding care of the patients with schizophrema at
psychiatry OPD, AIIMS, Jodhpur with a view to develop an information booklet” your request to make
m changes in the data collection method 1s permutted by the Institutional Ethics Commuttee, AIIMS
AL
Dr. Praveen Sharma
Member Secretary
Institutional Ethics Committee

AIIMS, Jodpur
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APPENDIX 1l

A LETTER SEEKING PERMISSION FOR CONDUCTING MAIN STUDY

M.S. ( FiC
BIIMS, JC |
Medical fitandent (cToN N’n p !g 3 (70
cdical supermtendent, 6
2 Jo frale

All India Institute of Medical Sciences,

l'o

Jodhpur, Rajasthan.
Subject: Regarding permission for collecting data for main study
Respected Sir,

Myself Miss. Suman Bhatia, pursuing M.Sc. Nursing (Batch2019) from College of Nursing,
AIIMS, Jodhpur. As an academic requirement of M.Sc. Nursing, I have undertaken research
project entitled, ‘‘Knowledge and burden among caregivers regarding care of the
patients with schizophrenia at psychiatry OPD, AIIMS, Jodhpur with a view to develop
an information booklet’” under the supervision of Mr. Aashish Parihar, Lecturer,
(Department of Psychiatric Nursing) College of Nursing, AIIMS, Jodhpur and Dr. Pratibha
Gehlawat, Assistant professor (Department of Psychiarty) AIIMS, Jodhpur. Regarding my
research project I have selected face to face and telephonic interview as a method of data
collection for collecting information from patient’s caregivers. So, I want permission for
collecting data for main study from psychiatry OPD. I also ensure that my data collection
process will not hamper treatment process of the patient.

Kindly allow me for the same.

vowX’«AJM

Thanking you.

‘ P
Yours’ trul}:,w W 4%"“ NMJ

.
oy

02’440--%'2’0.

Miss. Suman Bhatia

M.Sc. Nursing student (Batch-2019)
Speciality: Psychiatric Nursing
Phone no: 7023171088

Date: 9%|10 /2020

Email: sumanbhatia245@gmail.com
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APPENDIX IV:

CERTIFICATE OF LANGUAGE VALIDITY OF THESIS (ENGLISH)

COLLEGE OF NURSING
ALL INDIA INSTITUTE OF MEDICAL SCIENCES, JODHPUR
RESEARCH PROJECT

CERTIFICATE OF LANGUAGE VALIDITY OF THESIS (ENGLISH)

I, Dr. / Mr: / Mrs. N\W‘)‘\QLWW ........................................... hereby certify that the

thesis titled “Knowledge and burden among caregivers regarding care of the patients with
schizophrenia at psychiatric OPD, AIIMS, Jodhpur with a view to develop an information booklet”
prepared by Miss. Suman Bhatia, M.Sc. Nursing (Batch — 2019) is found to be valid and up-to date in English

language.

Place: ‘i o C‘U"f“"*‘\

Date: 2,-02-20 2|

My —

Niusala ~d hacics
Uredqan
R0.9.H1.14. et
Signatur&8:Bgél of Validator

75



APPENDIX V:

LETTER REQUESTING EXPERTS FOR CONTENT VALIDITY OF TOOL

A LETTER REQUESTING OPINION AND SUGGESTION OF EXPERTS FOR CONTENT

From:

VALIDITY OF TOOL

Miss. Suman Bhatia
M.Sc. Nursing, 1 Year
College of Nursing, AIIMS, Jodhpur

To,

Subject: Expert Opinion on Validity of self-structured tool.

Respected Sir/Madam,

I Miss. Suman Bhatia, M.Sc. Nursing, 1¢ year student at College of Nursing, AIIMS, Jodhpur. have undertaken
the following topic for research project: “Knowledge and burden among caregivers regarding care of
schizophrenic patients coming to psychiatry OPD at AIIMS, Jodhpur with a view to develop an information
booklet” under the supervision of Mr. Aashish Parihar, Lecturer, College of Nursing, AIIMS, Jodhpur.
Objectives of the study are:

1.

2.

3.
4.

To assess the knowledge among the caregivers regarding care of schizophrenic patients coming to
psychiatry OPD at AIIMS, Jodhpur

To assess burden among the caregivers regarding care of schizophrenic patients coming to
psychiatry OPD at AIIMS, Jodhpur

To determine association between knowledge and burden with selected demographic variable

To develop an information booklet having essential information regarding care of the patient with
schizophrenia.

I request you to kindly go through the tool and give your opinion for any modification and improvement needed.
Your esteemed opinion and critical comments will provide the required direction and contribute immensely to the
quality and content of my final research.

Looking forward to your expert guidance and suggestions.

Thanking you in anticipation

Your Sincerely

Miss. Suman Bhatia
M.Sc. Nursing, 1% Year
College of Nursing, AIIMS, Jodhpur

Guide: @D[
)\/jﬂ

‘/Co:Guide:

_—
Mr. Aashish Parihar Dr. Pratibha
Lecturer Assistant Professor
College of Nursing Department of Psychiatry
AIIMS, Jodhpur ’ WO AIIMS, Jodhpur
College of Nursx‘ng,_~ Jodhpur

Enclosure: p” .

Bri d cohe Ny

e Brief Methodology PR 1q, W

Tool for data collection: dicai Ssiences, Jodhpur
. LR Ihstifuie of Medical S¢
= Section A: Self* tfuc ured questionnaire for Socio-demographic data
= Section B: Self-structured questionnaire on Knowledge
= Section C: Zarit Burden Interview (Standardized tool)
Evaluation criteria checklist for validation of tools
Certificate for validation
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APPENDIX VI:
LIST OF EXPERTS FOR TOOL VALIDATION

S.N. NAME OF EXPERT DESIGNATION
1. Dr. Naresh Nebhinani Additional professor and Head,
Department of psychiatry, AIIMS,
Jodhpur
2. Dr. Mukesh Kumar Swami Associate professor,
Department of psychiatry, AIIMS,
Jodhpur
3. Dr. Navratan Suthar Assistant professor,
Department of psychiatry, AIIMS,
Jodhpur
4, Mrs. Annie Kumar Senior faculty, LHMC, CON, New
Delhi
5. Mr. Kuldeep Patidar Associate Professor, Geetanjali
college of nursing, Udaipur
6. Mr. Vimlesh Vyas Associate Professor, Patidar college
of nursing, Ujjain
7. Mr. Naveen Kumar Sharma Assistant Professor, College of
nursing, AlIMS, Patna
8. Mr. Nanda Kumar paniyadi Assistant Professor, College of

nursing, AlIMS, Bhubaneshwar

77




APPENDIX VII

SOCIO-DEMOGRAPHIC AND PATIENT RELATED VARIABLES AND

KNOWLEDGE QUESTIONNAIRE TOOL

Part A: Socio-Demographic Variable

1. Age (In years)

5. Employment status:

e Unemployed

e Self employed

e Private job

e Govt. Job

6. Family income (in Rs.)
e < 10000

e 10000-30000

e 30001-50000

e >50000
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Patient related variables of caregivers

1. Relationship of caregiver with patient:

e Parents

e Spouse

e Son/Daughter

e Siblings

e Others: Uncle, Aunt, cousins

2. Average time spent in caring per day:
e 1-3 hours

e 3-6 hours

e 6-10 hours

e >10 hours

3. Impact of caregiving on employment:
e Need to take leave from work per month
e Financial condition worsened

e Become jobless

e No impact

4. Duration of disease for your patient:

e 1-3year
e 3-6year
e 6-10 year
e >10year

5. Duration of staying with the patient after illness:

e 1-3year
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e 3-6year
e 6-10 year

e >10year

Part B: Self-Structured questionnaire on knowledge

1. Schizophreniais:
a. Cardiac disorder
b. Mental disorder
c. Renal disorder
d. Liver disorder
2. Legitimate information about schizophrenia can be obtained from:
a. Mental Health Professionals
b. Newspapers
c. Friends having relative with schizophrenia
d. Chemists
3. The diagnosis of Schizophrenia is usually made by:
a. Relative
b. Psychiatrist
c. Friend
d. Neighbors
4. How a psychiatrist made a diagnosis of schizophrenia:
a. CT/MRI
b. Blood test
c. By taking detailed history and examination of the patient
d. By doing x-ray
5. Specialized Mental health services are provided by:
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a. Mental Health Institutions

o

General Hospitals

c. Rehabilitation Centers

d. All of the above

. The onset of Schizophrenia usually occurs in the age group:

a. >40 years

b. 26-40 years

c. 15-25years

d. <15years

. Schizophreniais caused by:

a. Imbalance in brain chemical

b. Trauma to brain

c. Curse of god

d. Because of evil spirit

Symptoms of schizophrenia include

a. Impaired self-care

b. Disturbed sleep

c. Unusual hearing of voices and seeing objects, abnormal behavior and
suspiciousness

d. All of the above

. Therisk of self-harm in patients with Schizophrenia is relatively higher if

patient have:

a. Decreased sleep

b. Decreased self-care

c. Lack of speech
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d.

Suicidal ideas, comorbid depressive symptoms and commanding

hallucinations

10.Changes you may not see in the thought of the patient:

a.

b.

C.

d.

People are talking about him/her behind his back
Thoughts are under control of external power
People conspiring against the patient

Cheerful

11.Abnormal/ Disorganized behavior in Schizophrenia is characterized by

which of the following:

a.

Behaviour may be child-like, silly and/or inappropriate for the person’s
chronological age

Behavior may be inappropriate to the context

Behavior may be unpredictable or agitated

All of the above

12.1f your patient is avoiding bath, your action be:

a.

b.

C.

d.

Leave the patient as he/she is
Encourage patient to bath and assist him/her
Forcefully bath the patient

Provide bath at alternate day

13.What treatment you will seek for will schizophrenic patient:

a.

b.

Take the patient to faith—healers
Do worship to god to treat the illness
Take the patient to psychiatrist

Seek help from local doctors.
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14.Treatment of choice for schizophreniais:

a.

b.

C.

d.

Dietary modification
Medication with prescription of psychiatrist
Exercise

Isolation

15.How much duration of treatment necessary for the schizophrenic

patients?

a.

b.

C.

d.

Days
Weeks
Months

Years

16.Most common side effect of antipsychotic drugs:

a.

b.

C.

d.

Rashes
Ear pain
Hair loss

Tremors, Involuntary movement, weight gain, increase muscle tone

17.1f side effect of drugs occurs, your action will be:

a.

b.

C.

d.

Immediately report to psychiatrist to adjust the dose
Wait for the self-resolving of the symptoms
Stop all the drugs

Take to faith healers

18.1f you see improvement in your patient your action towards treatment

regimen will be:

a. Stop the treatment without asking to doctor

b.

Continue the treatment until the patient achieve full recovery and then stop
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C.

d.

Adjust the dose by yourself
Note down the patient progress and follow up with the doctor and adhere

with treatment till full recovery

19.After a long-term treatment what is the likely outcome we can see in

patient:

a.

b.

Reduction in symptoms with chances of relapse
Increased sleep
Memory loss

More aggressive behavior.

20.What you will do to prevent re-occurrence of the disease in your patient:

a.

Provide medication on time and frequent visit to hospital even after fade of
symptoms

After completing treatment isolate the patient in the society

Wait for re-occurrence of symptoms and treat at that time

Leave on god

21.After achieving remission follow up for the patient is required when:

a.

C.

d.

As per the treating psychiatrist's advice or any warning signs of relapse
occur

Follow up is not required

According to the wish of the caregiver/family member

Once in a year

22.1f your patient develops suicidal tendency your action will be:

a. Close the patient in a room

b.

Tie up the patient
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c. Ignore the patient
d. Remove hazardous objects from patient's surroundings and monitor
patient’s activity and take patient to psychiatrist and follow advice.
23.How will you communicate with the patient when patient is having
problem of hearing voices and suspiciousness?
a. Do not argue and communicate calmly without accepting the patients
thought of hearing voices and suspiciousness
b. Threaten the patient
c. Avoid the patient
d. Accept the patients thought
24.1f patient is having poor verbal communication what you will do:
a. Explain the patient cause of poor verbal communication
b. Give reward to patient whenever he/she interact voluntarily
c. Don't talk to the patient
d. Shout on patient
25.1f your patient started to remain isolated and didn’t show pleasure in
activity, what you will do:
a. Allow patient to remain isolated as he/she is not creating disturbance
b. Avoid the patient
c. Try to connect with patient in trustworthy manner and motivate the patient
d. Threaten the patient
26.1f your patient become suspicious towards food and says that food is
poisoned, what you will do:
a. Leave the patient without having any food.

b. Make the patient to have food forcefully
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C.

d.

Don’t argue and allow the patient to take packed foods, fruits etc. and
further seek for specialist help.

Assure the patient by tasting the food.

27. Cause of frequent visits or admission in psychiatric unit of the patient

is:

a.

Due to non-response to medicines, relapse, severity of the illness, non-
compliance etc.

Because psychiatric illness is always life-long

Due to remission

Due to changes in season

28.Kind of environment will be suitable for the patient at home:

a.

b.

C.

d.

Calm, peaceful and less hazardous environment
Detain the patient
No need to provide specific environment

Place the patient in separate room

29.What measures should be used by patient with schizophrenia to reduce

stress:

a. Alcohol or any other substance use

b. Regular exercise, relaxation and taking support from counseling and
psychotherapy

c. Should isolate themselves from society

d. Stop all the drugs

30.Patient with schizophrenia can have benefits in their illness by:

a.

Putting into a hospital for many years
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b. By detaining in rooms

c. Getting support from family/friends and adherence to treatment

d. By worshiping to god

ANSWER KEY:

Q.N. | ANSWER Q.N. ANSWER Q.N. ANSWER
1. b 11. d 21. a
2. a 12. b 22. d
3. b 13. C 23. a
4. C 14. b 24. b
5. d 15. d 25. C
6. c 16. d 26. C
7. a 17. a 27. a
8. d 18. d 28. a
9. d 19. a 29. b
10. d 20. a 30. C

87




HINDI TOOL:
AT 3— AESTS IR H ™ AR

6. UTRATR® 3Ma—

31. 10,000 & HH

9. 10001 ¥ 30,000 TH

9. 30,001 ¥ 50,000 TH

T. 50,000 X SATGT

TEHTA SR a1l d J8oT Gaell =R

1. QEHT B dlell &I TSl & dref g9 —

1. #rar / foar

9. gfq / ofq

q@ A/ A

T g / §fgq

AR — AT/ A, @A, TR AR/ 9

2. 9T o4 A yfafes fearar & sitaa 9wa —

3. 1—3 gue

9. 3—6 °UC

. 6—10 TS

T. 10 W SITET g

88



3. SEHTA DT VSR WX YHIG —

3. BY I B GBI BT SI’d Bl &
g, Y wR WX

. RIS

T. BI3 YWIG &I

4. 39D TS B SHENT ST IHATARIA —

1 3

9.3 ¥ 6 AT

.6 9 10 AT

T, 10 9T ¥ SgIa]

5. I @ 918 WS @ WrRI @A BT AHATARIA
A1 3

9.3 9 6 AT

.6 9 10 Aol

T. 10 9 | S1&T

AN— § ©@F fad gerae]

1. Reatwfrar 2-

a1 fea &

g AFRID R

g fhedl & o

T SR @l dER)

2. Repoinfa @ IR A Sfad S 31 9 9T 31 o Gadl & —.

ON O\

3. ARG WReY IR ¥ (AAIfafhead W)

9. JEIR ¥

. ard o Roraar R & ofia Redar @
CARSIDEE I

3. Reeinfrar &1 oM JrEik ) fear smar @ —
3. Reder gRT

ON O\

9. HAMHIhH D gIN]

89



9. qIR gRT

CANERINE RN

4 Fifafecas ReatnfEr 1 @ $3@ owar @ -
3. 3L/ TH AR, ATS. Wb gRT

CARCE RSN

9. I & faga gara /IR Siftd gRT

T, YR Sifd gRT
5. faery wAfhe w@ed Yfagmw gy o ot @ -
3. AP R A §RT

., HHT AUl gINI

. Y9 &= g

T Suad |l

6. ReaImfrar & rwama maik iR f5w amyg o # gt @ —
3. 40 a¥ 9 3Afdd Y T H

9. 26 9§ 40 9Y @ IMY I H

|15 W 25 99 & (g a7 H

S 15 99 9§ HH MY a7 A

7. Rponmfar &1 srer & —

31, ARAS AR H AT g

9. feArh = g

. I b A9 gNT

T g A B BRUT
8. Raaitwfar &1 d&or 8 —
3. Y& DI <@HTel 7 B UMT

g Hig T 31T

. AW 3Tarol GATs o1 Ud deqU fa@rg <, SRR Fa8R AR Wb HRAT A’
T Sudad a4l

90



9. Repuiiwfar ard a8 4 e o1 g1 ugarq &1 WifEed arafds wu 9 &ifdra
ghar 2 afs a8 # e @eror suRea & —

3. i & B

9. G DI AT T BR Tl

|, BH il

T JMMCHYT! fIaR, 3fa¥T & AE—alefvl, JATQLHAD A9+

10. Rpomwiar @ 4809 @ @Rl A4 amg si4r yRada 98 @ 9ad 32—
3. AN IS N H Ule UIe 91 aRd ©

. foaR are wied & =0T 4 §

|, AN WS & R |IfSTeT ad ©

T, B9 X8l

11. fr=fafaa & 9@ siqar Reoni~ar @ 989 &1 W/ Jgalkerd AdagR
2

31, FIER AT B MY & ol g o) aRe gAYt SR Irgfad &1 AT §
9. FAER Had & oy gfd 81 |Adhdl ©

A, FER YT IT AT & Fhall &

T Suad |l

9.12 TR ATYbT A F T8l DR X8l € dl Y T HRIA —

3. RIS DI I A H Bl I

9. WIS Bl A8M & oI UIHIRd Hd iR IABT ASANT Y|

. STaRe¥] 8T <9

T B g fad Fgar <

13. Reoinfar @ 989 @ fau g &1 SyaR oW —
3. WIS P 16T & URT of SRR

9. MR B S B & oIy WA o Uri=T axar

. WIS Bl AN BB & YN of STRAT

5. Wy fafecas 9 A of

14. Reaiwfra @ fag Saq SuaR 2 —

. @E —9= H gRad

91



9. Ao I Follg A gdrsdl o T

NACIRIE

T, AT BT 3T RG]

15.Reeintar @ W9 o fay fead SRaa &1 SuaR oSl @ —
3. f&Ar @1

g, FTE Bl

A, HEHI BT

g qul B

16. Yfeugaifcd <arsal &1 47 AT & —

3. TRR WR =

9. &M H I1

. 9Tl BT ST

T, WS (3ICh), IFBH T, I BT 91, AFURRI &I SH BT d&11

17. 3R SATSAT $T GYHIG BIdl © dl MY T BRI |
g, FN & W S B BT FASIR NIl

| 94l garsal 948 @R o

T HRISI DI 9161 & U o S

18. AT M9 U+ W § YOR <& 2 9 SUAR & Yl AMUDT AT HrAArE]
sl

9. O d% "R QX1 dRE Sld wTel &1 Sl SUER SR I 3R fhR IR 48 v <9

|, IR B WA D Al B, Rfcas 9 FROR Felg ol &6k W9 & 8 9RE W
B P SUAR ol

T W B gdIs dY HIAT BH B <
19. o4 99I dd SUAR o @ d1¢ 84 T § 7 9aifad gk <9 9ad @
3. I b ATYT B DI GUTIAT & AT T B A&I0N H BT

g, g BT de-T

92



. WROT ofdd H B

T ISP MBHD TSR
20. AU AW @ 3} M B 99 B89 A VB B fIv 3y FAT HRA —

I FHI UR AT <9 IR T B AT GeH B B d18 W FAROR SRduare § fearg

9. IUAR GRT BIF & 918 ARG Bl FHIGT I 37T BR Qi

F. FAUN & IIIE 3 BT SAGR B 3R I g IUAR ol

T A WR BIg QI

21. |l H &1 915 99 @ fIy Y- §ia &1 sagaddr wd s —

3. AR B dlel FAIAbcdD B FeATg AT I0 & A0l HI Yol w9 A IIIF 37 BT
Habd et &1

9. G Sifa @) Snavgdr el 8

F. URIR & SR /@I B Tl Bl 3281 B IATAR

CRGL I GG N

22. IR YD WS H e &I ygfa fasRya sidl @ ai amu & s —
3. WIS Bl B H I B G

g, WIS BT qiY <A

. 7S Pl QAT BRI

T WIS P MU I GoRATh g3l Dl BT <, RIS Bl TIAR™AN TR TER I,
RIS Bl gAIIfbedd & U of U 3R IAd!I TATE BT Ul hdl

23. MR ATUD FS PI A@EM6l Y13 adl © AR 98 D HRAl &I, d 39 7
$ WA DY ddiarg s —

3. WIS & Db PR AT ATl GAT§ o & IRl $I A1 790 gU eifigdsd dRe o

qIATATd XA Ud 989 el dedl

g, WS DI ST QI

|, 7S Pl RET BRI

T WIS & [FaRl B THR R ol

24. IR IATUHT S AT T2 HR BT © Al A9 /T SR
3. AST BT a1 8T DR DI BRUT FHSITG

g, 9 ¥ RIS I §TBT H 91 B 9 IUBR <

93



. TRIST & AT 1 T8l B
T RIS W ferea_Ri

25. IR ATYHT A0S G AT X84 ot 3R fosfy +ft & & Scare 9 femmg ar
AT RT I —

3. HRIST DI AT X84 <31 Riifch I8 Blg UM II~ Tl PR BT ©

9. TS BT 3@l B QI

.S & AT fAvarIgdd: a¥s A T B BRI HRT UG IS BT ScAIRd Hel
T WIS Pl SRIG

26. 3R ATIHT TS Wio- & dR N vifhd & 3N wgdr 2 f& @@ 4 o= 2, ai
AT RAT HRA —

31, TRIS Bl fa=r Raau ere <
9. TS Bl ST Yol Bhrardl

. RIS & A1 989 T8l N, S ST §9 @rer ugrel 9 el WM I < 3R faviys @
e ol

T WM Bl Y AGHI TS DI JATIAR BRI
27. TS ® IR—IR Afafecar faurr ¥ adf g9 o1 drRor 2—

3. gaTgAl BT Ulafdear &l B, et T qof w9 | arosd A1, R BT THRAT Td Blg
U 8l B & BRI

9. e A9RIE fAR Shae wR & @
. AN H B D AT SR BT GERT BT

T 499 ° gRdIdT & BRI

28. WS @ foIy &) 4R 9T ATaR0T SYYFd eI —

31, SNfiYul Ud %A EaRATD ITaRv]

9. TS Bl TolNdg B ST

. fI9IY AR YT BRI P STwRd ol
T, IS DT 31T HHY H TG

29. T1d & B4 & fov R~ & ow & {9 Sural &1 9Ii T &=AT
a1fzy

3. ¥RME TG b8l TN AIGDh UaTAT BT

ON O\

9. g =M, IR, WS Ud #HIfhedr & A8r™adr ol arfeu

94



H. G B FAN A AT HR 1 =M
T. 9t gargdr 99 PR o a1y
30. Reonfrar @ 78w & fiFrd 7 $9 o fra aear @ -

3. s IY dob AT H gD

9. PN H ToNdg YD

. YRIR U9 SRAl ¥ WeRT U &b Ud FRAY SYIR g

. WA B Yull XD

SN @l
qH g} a1 Gk g™ Giskd
1. g 11. T 21. ;T
2. J 12. T 22. T
3. T 13. T 23. T
4. T 14. T 24, g
5. T 15. T 25. T
6. T 16. T 26. T
7. I 17. q 27. T
8. T 18. T 28. T
9. T 19. T 29. T
10. T 20. T 30. T

95




APPENDIX VIII:

ZARIT BURDEN INTERVIEW (ENGLISH VERSION)

BURDEN INTERVIEW

INSTRUCTIONS: The following is a list of statements, which reflect how people sometimes fecl
when taking care of another person. After each statement, indicate how often you feel that way:
never. rarely, sometimes, quite frequently, or ncarly always. There are no right or wrong
answers.

1 Do you feel that your relative asks for more help than he/she needs?
0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
2 Do you feel that because of the time you spend with your relative you don’t have enough

time for yourself?
0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

3: Do you feel stressed between caring for your relative and trying to meet other
responsibilities for your family or work?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
4. Do you feel embarrassed about your relative’s behaviour?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
9 Do you feel angry towards your relative when you are around him/her?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

6. Do you feel that your relative currently affects your relationship with other family
members or friends in a negative way?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
A Are you afraid of what the future holds for your relative?

0. Never [. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

8. Do you feel your relative is dependent upon you?
0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
9. Do you feel strained when you are around your relative?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

ZBI - United Kingdom/English — Version of 15 Nov 06 - Mapi.
1D3050/ ZB1-22_AU1.0_eng-GB doc
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Do vou feel your health has suffered because of your involvement with your relative?
0. Never 1. Rarely 2. Somctimes 3. Quite Frequently 4. Nearly Always

Do you feel that you don't have as much privacy as you would like because of your
relative?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

Do vou feel that your social life has suffered because you are caring for your relative?
0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

Do you feel uncomfortable about having friends over because of your relative?

0. Never . Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

Do you feel that your relative expects you to take care of him/her, as if you were the only
one he/she could depend on?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

Do you feel that you don’t have enough money to care for your relative, in addition to the
rest of your expenses?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
Do you feel that you will be unable to take care of your relative for much longer?
0. Never |. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
Do you feel you have lost control of your life since your relative’s illness?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
Do you wish you could just leave the care of your relative to someone else?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
Do you feel uncertain about what to do about your relative?

0. Never . Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
Do you feel you should be doing more for your relative?

0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always

2Bl - United Kingdom/English — Version of 15 Nov 06 - Mapi.
103060 / ZBI-22_AU1 0_eng-GB doc
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2. Do you feel you could do a better job in caring for your rclative?
0. Never 1. Rarely 2. Sometimes 3. Quite Frequently 4. Nearly Always
22 On erall. how burdened do you feel in caring for your relative?

0. Notat All 1. A Little 2. Moderately 3. Quite a Bit 4. Extremely

Copyright 1983, 1990, Steven H. Zarit and Judy M. Zarit

ZBI - United Kingdom/English — Version of 15 Nov 06 - Mapi
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APPENDIX IX:

ZARIT BURDEN INTERVIEW (HINDI VERSION)
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0. FAT AL 1. aga & F7 2. AT 3. sz & 4. aET ZHT
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APPENDIX X:

PERMISSION TO USE ZARIT BURDEN INTERVIEW

Permission for using standardized tool

Inbox

Suman Bhatia <sumanbhatia245@gmail.com> Tue, 142EJ)a3n4

from: Suman
Bhatia <sumanbhatia245@gmail.com>

to: z67@psu.edu
date: 14 Jan 2020, 20:34
subject: Permission for using standardized tool

mailed- gmail.com
by:

Respected sir/ma'am,

This is to inform you that | am Miss. Suman Bhatia pursuing my M.Sc. nursing in
psychiatry from AIIMS, Jodhpur Rajasthan, India. | have to complete a research
project during my course. The title of my research project is "Knowledge and
subjective burden of the caregiver regarding care of the patients with schizophrenia
coming to psychiatric OPD at AIIMS Jodhpur with a view to develop an information
booklet."

For the completion of this research project | require a standardized tool to assess the
subjective burden of the caregiver. | believe that Zarit Burden Interview will be helpful
for me to assess subjective burden of the caregiver as it is an effective tool to assess
burden. | am seeking your permission to use the mentioned tool for my research
project. | request you for English and Hindi version of the tool and reliability of the
tool. | will assure you for the proper citation of the tool in my research project. Your
consent to my request would be greatly appreciated.

Awaiting for your positive feedback.

Thank you.

Sincerely,

Suman Bhatia

M. SC. Nursing student

AlIMS, Jodhpur
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From: Zarit, Steven Howard <SZarit@psu.edu>
Date Tue, 14 Jan, 2020, 10:18 PM

Subject: Re: Permission for using standardized tool
To: Suman Bhatia <sumanbhatia245@gmail.com>

Dear Suman Bhatia,
Thank you for your interest in the Zarit Burden Interview (ZBI). | visited Jodhpur two years ago. It is a lovely city.

The 2Bl is distributed by Mapi Research Trust on my behalf. The conditions of use are displayed on the Mapi Research
Trust website: httos://eDrovide.mani-trust.org/instruments/zarit-burden-interview

2 ™
Please note that all requests for information have to be submitted through the ePROVIDE—

Submitting a request is completely free of charge and will ensure an optimized service. It does not commit you to
purchasing a questionnaire.

platform.

1. Go to Submit a request

2. Ifyou haven't registered yet, you'll be asked to sign up for free
3. Complete the request form. You may attach documents if need be. This tutorial may guide you through the
process.

Note that students do not have to pay a few for use of the ZBI. You can download the ZBl directly from ePROVIDE
without a fee, using the “online distribution” process. Be sure to check the box indicating that your study is not
funded. You can use the following link and search for the ZBI-- COAs distributed by Mapi Research Trust

A list of translations can be provided upon request.

For any further help, please consult the FAQ on the ePROVIDE platform, or eprovidetechnicalsupport@mapi-trust.org.

Best wishes for a successful project.

Steve Zarit
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eprovidetechnicalsupport 15 Jan 2020, 1518 (2 days ago)
to mo, eprovidelechnicalsuppart

Dear Sender,

Thank you for contacting Mapi Research Trust.,

If you do not receive specific funding for your study, you may download the questionnaire directly on our platform:

1. Loa.in or Reqister for free
2 Click the ‘Access this questionnaire’ tab In the left menu bar and follow the instructions

Tutorials are available on our_FAQS.
Best regards,

¢PROVIDE™ Technical Support
eprovideiechnicalsupport@mapi-trust.org

Consult our FAQs at https:/leprovide.mapitrust.org/faq

ePROVIDE
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APPENDIX XI:
A LETTER REQUESTING EXPERTS FOR CONTENT VALIDITY OF

INFORMATION BOOKLET

A LETTER REQUESTING OPINION AND SUGGESTION OF EXPERTS FOR CONTENT
VALIDITY OF INFORMATION BOOKLET

I'rom

Miss. Suman Bhatia

M Sc. Nursing (Batch-2019)

College of Nursing, AIIMS, Jodhpur

To,

Subject: Expert Opinion on Validity of Information Booklet.

Respected Sir/Madam,

1 Miss Suman Bhatia, M.Sc. Nursing (Batch-2019) student at College of Nursing, AIIMS, Jodhpur, have

undertaken the following topic for research project: “Knowledge and burden among caregivers regarding care

of the patients with schizophrenia at psychiatric OPD, AIIMS, Jodhpur with a view to develop an

information booklet” under the supervision of Mr. Aashish Parihar, Assistant Professor, College of Nursing,

AIIMS, Jodhpur.

Objectives of the study are:

1. To assess the level of knowledge among caregivers regarding care of the patients with schizophrenia at
psychiatric OPD, AIIMS, Jodhpur

2. To assess the level of burden among caregivers regarding care of the patients with schizophrenia at psychiatric
OPD, AIIMS, Jodhpur

3. To determine association between level of knowledge and selected socio-demographic and patient related
variables of caregivers

4. To determine association between level of burden and selected socio-demographic and patient related variables
of caregivers

5. To develop an information booklet having essential information regarding care of the patients with
schizophrenia

I request you to kindly go through the information booklet and give your opinion for any modification and
improvement needed. Your esteemed opinion and critical comments will provide the required direction and
contribute immensely to the quality and content of my final research.

Looking forward to your expert guidance and suggestions.

Thanking you in anticipation

Your Sincerely
2)

Miss Stman Bhati
1SS. Suman atia
M.Sc. Nursing (Batch-2019) ‘\}\,JN
College of Nursing, AIIMS, Jodhpur
Co-Guide:

Guide: < = Dr. Pratibha
Mr. Aashish Parihar Assistant professor
Assistant professor Department of Psychiatry
College of Nursing AIIMS, Jodhpur
AIIMS, Jodhpur >

College of Nursing, m, Jodhpur
_Enclosure: : S -

College of Nursnng

Abstract of the stud .
BriefMethodologyy afrst Wi SgfdET RO, I
ajf India Institute of Medical Sciences, Jodhpur

Evaluation criteria checklist
Information booklet
Certificate for validation
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APPENDIX XIlI:

LIST OF EXPERTS FOR INFORMATION BOOKLET VALIDATION

S.N.

NAME OF EXPERT

DESIGNATION

Dr. Naresh Nebhinani

Additional professor and Head,
Department of psychiatry, AlIMS,
Jodhpur

Dr. Mukesh Kumar Swami

Associate professor,
Department of psychiatry, AlIMS,
Jodhpur

Dr. Navratan Suthar

Assistant professor,
Department of psychiatry, AIIMS,
Jodhpur

Dr. Anish Shouan

Assistant professor,
Department of psychiatry, AIIMS,
Jodhpur

Mr. Vimlesh Vyas

Associate Professor, Patidar

college of nursing, Ujjain

Mr. Naveen Kumar Sharma

Assistant Professor, College of

nursing, AIIMS, Patna
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APPENDIX XIII:
CONSENT FORM (ENGLISH VERSION)

Informed consent from

Title of the research study:
Name of the investigator:
Subject identification number:

S S/o, D/o, or
Lo T R/o give my full, free
voluntary consent to be a part of the study “Knowledge and burden among
caregivers regarding care of the patients with schizophrenia at psychiatric
OPD, AIIMS, Jodhpur with a view to develop an information booklet”. The
procedure and nature of which has been explained to me in my own language to my

full satisfaction. | confirm that | have had the opportunity to ask question.

| understand that my participation is voluntary and | am aware of my right to opt out

of the study at any time without giving any reason.

| understand that the information collected about me and any of my medical records
may be looked at by responsible individual from AIIMS, Jodhpur Rajasthan. | give

permission for these individual to have access to my records.

Signature / thumb impression

This to certify that the above consent has been obtained in my presence.
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APPENDIX XIV:

CONSENT FORM (HINDI VERSION)

R

T T gu=

gRISTar Fr fie

37edYh P ATH :

UgdTd 9&a7

B et T/ AT/ T e are,
“FARWT AN, TeH SUQ F [Ehoinhiadr & #ST B CEHTST & TdY F S@HTS B arell &
drer e AR AT BT 3Teheld AT 3R Teh Forall JREAD! [HBIAT DA ATHD HCTTA Fh YEHAT

3R gpfa Fer A 30l omwr F qoi Ffte & @y FHeT & 7 ¥ H AT o WU I g
TIaT Uﬁtdf&mmﬁréﬁ/é\?ﬁiﬁgﬁm/aﬂ?ﬁﬁtﬁﬁﬂ?aqm USel ol e feam ar
¢ i aeAfd / weAd § 0p A el Wi & 3R 309 58 JIMAR @ avd g o6 F oha
M TG AT P PROT A 38 ICTAA W IUAT ATH AGH o Fehell/Tehcll & H HagTal / Havgaeht
g 0F N IR H ThT SEhl T ShUQR & ohall ol [Seder cafed g ar famere siweRar
CaRT Wl ST Hhch & F SUeR ARl Y A ggRT &1 I SIABRT W Fh et &l / &t §
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APPENDIX XV:

LIST OF FORMULAS

I. Sample size calculation formula:

Cochran formula:

.
0 N
e
Where
. No is the sample size.
. Zis 1.96 from Z table.
o e is the desired level of precision (i.e. the margin of error) i.e. 5% (0.05)
. p is the (estimated) proportion of the population which has the attribute in
guestion,
J gisl-p.

Il. Formula for assessing reliability of self-structured tool:
Kuder-Richardson Formula 20 (KR 20):

L [ Kk j | 2. P4
k20 T o 2

" k-1 o
Where:

e k= total number of test item

e > =indicates to sum

e p = the proportion of the test takers who pass an item
e q=(1-p)

e 0’ =is the variation of the entire test
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APPENDIX XVI:

CODING SHEET OF SOCIO-DEMOGRAPHIC AND PATIENT RELATED

VARIABLES OF CAREGIVERS

S.NO.

CONTENT

CODING

Age (in years)
a) 19-38
b) 39-59
c) >=60

Gender
a) Male
b) Female

Marital status
a) Married

b) Unmarried

N

Education
a) No formal education
b) Up to Primary
c) Up to senior secondary
d) Graduation and above

A W DN P

Employment status:
a) Unemployed
b) Self employed
c) Private job
d) Govt. Job

A W DN PP

Family income (in Rs.)
a) <10000
b) 10000-30000
c) 30001-50000
d) >50000

A W DN P
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Relationship of caregiver with patient:
a) Parents
b) Spouse
c) Son/Daughter
d) Siblings

e) Others: Uncle, Aunt, cousins

a b~ W N B

Average time spent in caring per day:
a) 1-3 hours
b) 3-6 hours
c) 6-10 hours
d) >10 hours

A W DN P

Impact of caregiving on employment:
a) Need to take leave from work per month
b) Financial condition worsened
c) Become jobless

d) No impact

A W DN PP

10.

Duration of disease for your patient:
a) 1-3year
b) 3-6 year
c) 6-10 year
d) >10 year

A W DN P

11.

Duration of staying with the patient after iliness:
a) 1-3 year
b) 3-6 year
c) 6-10 year
d) >10 year

A W DN PP
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